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Introduction to Portfolio
Introduction to this portfolio
This portfolio contains assessed* work that has been completed over a three year 
period. It contains three distinct parts:
The academic chapter is comprised of 5 essays. These essays cover both ‘core’ 
and ‘specialist’ subjects.
The clinical chapter contains details of all placements and summaries of case 
reports from those placements (with the exception of the Neuropsychology and 
Adult Mental Health placements).
The research chapter is comprised of a literature review (year 1), a small-scale 
research project (year 2) and a large-scale research project (year3).
Each chapter of this portfolio is presented in chronological order to present the 
developmental nature of the course.
* Denotes that the large-scale research has not been formally assessed.
Academic chapter
Academic Chapter
Year 1 Academic chapter: Adult Mental Health Essay
Essay 1: Adult Mental Health
Therapy outcome studies suggest that cognitively based interventions 
are more effective than behavioural interventions as treatment for 
anxiety disorders. Discuss in relation to either social phobia or panic
disorder.
3
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Of all the anxiety disorders panic disorder (PD) is the most prevalent (with, or 
without agoraphobia is said to be between 1.5 - 3.5% {DSM 4 1994}), and could 
be argued to be the most disabling of them all. The basic premise is that 
individuals who meet diagnostic criteria have a heightened tendency to react with 
fear to ordinary bodily sensations. (Shear, 1994).
Population studies in the U.S.A., Canada, Germany, and New Zealand have 
shown that the lifetime prevalence is about 5% for PD with and 2% PD with out 
agoraphobia (Ost & Westling, 1995). Approximately one-third to one half of all 
individuals diagnosed wit PD in community samples also have agoraphobia, 
although it is encountered at much higher rates in clinical samples (DSM4 1994). 
Age of onset varies tremendously although there seems to be a trend towards mid 
teens to late thirties. A small number of cases have been recorded demonstrating 
an onset in childhood, and similar findings have been displayed with onsets after 
45 years but this unusual (DSM4 - 1994).
Brown et al., (1995) report that studies published within the past 5 years indicate 
that the majority of patients presenting with an anxiety disorder have at least one 
additional disorder. Although this phenomenon is partly explained by the 
expansion of the DSM classifications system, where in DSM 2 there were only 3 
anxiety disorders existed as compared with DSM4 where there are 12 diagnostic 
categories for adults. Brown has support via Marlow's (1988) recognition of the 
central role of panic in agoraphobia. The psychological sequelae of the disorder 
includes increased risk of alcohol and substance misuse and impaired social 
functioning (Markowitz, Olivette, Lish & Klerman; 1989).
Rachman (1993) states "As far as anxiety disorders are concerned, the greatest 
theoretical and clinical progress has been made in applying cognitive theories 
and methods to the explanation and treatment of panic". The leading proponents 
of the cognitive approach are Barlow (1988) who emphasises the internal as well 
as the external cues for panic. Beck (1988) and Clark (1986; 1988) who proport 
that panic disordered individuals interpret bodily sensations in a catastrophic
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manner and it is the interactions of these bodily symptoms that produce a vicious 
circle leading up to a panic attack.
A number of studies based on the cognitive theory of PD have evaluated 
treatments. However, it is rare to see a study that is purely cognitive in function. 
Most of the studies in the past ten years have combined behavioural techniques 
to differing degrees. Griez & van de Hout (1986) conceptualised PD as a fear of 
interoceptive sensations and found that by exposing subjects to a 35% CO 2 
inhalant for 6 sessions he could reduce their panic attack frequency by 12%. 
Barlow Craske Cemy & Klosko (1988) presented a treatment package that 
focused on introceptive exposure to somatic sensations associated with panic. 
Typically this approach was also used in conjuction with relaxation therapy to 
reduce physiological reactivity and cognitive therapy to address catastrophic, 
panic related thoughts.
In uncontrolled clinical trials, combined interventions have led to significant 
reductions in PD symptomology (Michelson et al., 1990; De Ruiter, Rijken, 
Garassen & Kraaimaat; 1989). Barlow et al's study (1988) has been compared 
with progressive muscle relaxation, a combination of Exposure + Cognitive 
Restructuring (E + CR), relaxation and a wait list control (Ost & Westling; 
1995). They found that after 15 sessions of therapy the proportions of panic free 
patients were 85, 60, 87 & 36 % respectively. At a 2-year follow up figures 
were; 87, 56 & 60 % respectively. Again demonstrating that the combination of 
therapies seems to be highly effective. Klosko, Barlow, Tassarini & Cemy 
(1990) produced a 'panic control treatment1 which again combined elements of 
therapies such as E + CR and relaxation which was then compared with 
Alprazolam, pill placebo and a wait list control for 15 sessions. The panic control 
treatment yielded results of 87% (although this result was not shown to be 
statistically more effective than Alprazolam at 50%, it was significantly better 
than both the placebo and wait list control at 36, 33 % respectively).
Cognitive therapy has been compared in terms of efficacy with Rogerian non­
directive therapy (Beck et al., 1992). Cognitive therapy yielded a highly 
effective result with 94% of patients becoming panic free, compared with 25%
5
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panic free subjects in the supportive therapy group. Following the initial trial of 
the study, 94% of those subjects who participated in the supportive therapy group 
were offered and elected to complete a CT treatment and one year post treatment 
79% of this group of subjects were panic free.
Another study by Clark, Salkovskis, Hackman, Middleton, Anstasidas & Gelder
(1994) compared applied relaxation with cognitive therapy, medication (- 
imipramine) and a wait list control group. Results demonstrated cognitive 
therapy (CT) to be significantly better than applied relaxation (AR - which in 
itself was equal to medication). All conditions were more efficacious than the 
wait list control. At a one-year follow up results were 85, 47 & 60 % 
respectively.
Borden, Clum & Salmon (1991) used guided imaginal coping a technique 
consisting of relaxation, cognitive restructuring and corrective breathing to teach 
direct management of panic symptoms. However, this method statistically no 
more effective than 'panic education' - treatment consisting of non-specific 
therapeutic elements, and was also shown to be not significantly different from 
no treatment at all (i.e. the wait list control).
Shear et al., (1994) reports that offering a 15 session, manualised non- 
prescriptive treatment (NPT) using reflective listening has an equivalent outcome 
to CBT. Beutler at al (1991) demonstrated that an NPT approach is superior to 
CBT for subjects who score highly on 'reactance', a measure of the tendency to 
resist threatened loss of interpersonal control.
Many different types of relaxation based treatments have been tried over the last 
decade. Taylor, Robinson & Keinsberg (1982) demonstrated that progressive 
relaxation (5 sessions) was found to be more effective than medication 
(diazepam), pill placebo or wait list control. Barlow et al., (1984) used a 
combination of both CBT, progressive muscle relaxation and biofeedback over 
an 18 session period to be more effective than Barlow's progressive relaxation 
with a highly significant result of 100 vs. 71 % panic free subjects after 14 
sessions.
6
Year 1 Academic chapter: Adult Mental Health Essay
Additionally Ost & Westling (1988) provides support for the positive affects of 
RT (relaxation training) alone in the treatment of PD. De Beurs (1995) also 
takes a more behavioural view and states 'exposure in vivo has proven to be 
effective in numerous studies. Exposure is no panacea, however as a significant 
proportion of patients show only moderate benefits and residual symptomology'. 
Although an uncontrolled trial de Beurs study clearly demonstrates interventions 
used in conjunction with in-vivo exposure produce a marked decrease in PD and 
agoraphobic avoidance. Basoglu et al., (1994a) also lend support in this area, as 
their study demonstrated in-vivo exposure as eliminating 96% of panic attacks in 
severe panic subjects and panic subjects with agrophobics.
Marks et al., (1995) suggests that a good test of which method is most effective 
would be a comparison of a full cognitive - behavioural treatment package with 
one sample. Containing only the behavioural elements and omitting the cognitive 
elements such as rationale, identification of misinterpretations of bodily 
sensations, challenging of evidence and the substitution of realistic 
interpretations and restructuring images - leaving a purely behavioural treatment 
package and conversely a purely cognitive treatment package. Then a 
comparison of results would reveal the most successful method of therapy.
Other recent and more unusual behavioural studies have also been shown to be 
effective in the treatment of PD. Swinson, Fergus, Cox & Wickwire (1995) have 
demonstrated that telephone administered behavioural therapy for PD can be 
both cost effective and have good outcomes for people who have PD & 
agoraphobia who live in remote regions where specialised anxiety disorder 
services are not readily available. Eye movement desensitisation (Spates & 
Burnette; 1995) has also been successfully used with clients suffering with 
PTSD, after therapy clients reported lasting reductions of anxiety, changes in 
cognition’s associated with the traumatic memories and cessation of intrusive 
thoughts and sleep disturbances. It would be interesting to apply such a 
behavioural treatment to an individual suffering from a PD to see if it could be 
used as effectively.
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We must now look at the long-term affects of both therapies. Westling & Ost 
(1995) report a low relapse rate of clients using applied relaxation ( 69% panic 
free following treatment and 55% a year later). Barlow et al., (1989) found that 4 
patients in the panic control treatment and 1 in the progressive relaxation group 
had relapsed a year later, but none in the exposure and CT group r which yielded 
2 free clients. Clark et al (1994) in a follow up to the Barlow et al., 1989 study 
found that one patient in the CT sample and one in the AR sample relapsed after 
a year. Ost & Westling (1995) also reports that CBT has beneficial long term 
affects on the associated complications that are often associated with PD such as 
depression or generalised anxiety.
What are the mechanisms for change in both CBT & AR studies ? Clark (1986, 
1989) follows a cognitive model and states that CBT is affective as it works 
through changing the patients' misinterpretations of bodily sensations. Although 
Ost & Westling (1995) have recently demonstrated that results on cognitive 
measures showed that both CBT & AR changed the patients’ scores to the same 
extent. Furthermore, there was a significant relationship between the change in 
the individual's beliefs concerning the consequences of panic attacks and panic 
status at pot treatment and the post treatment scores on the cognitive measures 
predicted the follow up score on the panic / anxiety composite measure. Thus, 
there are indications that changing the patients’ misinterpretation is important for 
achieving a good treatment outcome and maintaining it in the long run. 
However, AR resulted in as large a change in the patients misinterpretations as 
CBT on the cognitive measures and thus CBT treatment could be seen not to deal 
with misinterpretations or cognitive issues at all. CBT could be viewed as a 
coping focus with the aim of teaching the patient to recognise the earliest signs of 
a panic attack and to use a rapid and effective relaxation technique to stop these 
signs from developing into a full blown panic attack (Westling & Ost; 1995). 
Other studies (Crask, Rapee & Barlow; 1992) have asserted that interoceptive 
exposure is the critical ingredient, on the basis of the central role that exposure 
plays in reducing phobic avoidance. Related research has however suggested 
that cognitive interventions and RT are effective when each is used 
independently for the treatment of panic disorder (Beck, Stanely, Baldwin et al; 
1994). Salkovskis, Clark & Hackman, 1991 have suggested that CT alone leads
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to reduction in panic related symptomology in both single subjects designs (Beck 
et al; 1991) and controlled groups (Beck et al; 1992).
Methodological problems with both CBT & AR studies include many studies not 
including a no treatment group (American studies using wait list control samples 
all found significantly better effects than the control groups - which Barlow et al 
(1989) found to be 36%, Klosko et al., (1990) found 33% and Telch et al (1993) 
found 30% panic free clients). Another methodological problem arisen from 
such studies is that many of the subjects used were not drug free during the 
treatment period - of Ost & Westling's (1995) study 72% of the sample were 
regularly taking psychotropic medications.
It is argued (Marks; 1995) that in most panic disorder patients, panic reduction is 
a weak yardstick unless disability is overcome too. Patients can become panic 
free just by staying home. Unlike avoidance reduction, panic reduction relates 
little to lessening in work / social ability or global impairment (Basoglu et al., 
1994b). Panic has also been shown to improve markedly with placebo (Basoglu 
et al., 1994a).
In summary cognitive therapies are most often a combination of both cognitive 
and behavioural approaches. Ost & Westling (1995) demonstrated that both 
treatments were perceived as equally highly credible, and that there was no 
difference in outcome when it came to % panic free at post treatment (65 vs. 
74%) or at a year follow up (82 vs. 89%). Purely behavioural approaches have 
more recently been adopted (Westling & Ost 1995) but their reliability / 
replicability is yet to be demonstrated.
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Essay 2: Learning Disabilities
Concern has been raised regarding a relationship between two 
clients of the same sex but of differing levels of ability living in a 
staff home. What are the areas that need to be considered when 
reflecting on this relationship, which specific reference to consent
and policy issues ?
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When reflecting on such a question one must look at many areas to make sure 
that all legal issues are first covered clearly, this would then protect both the staff 
and the individuals concerned. The part of the essay question referring to the 
'differing levels of ability' is assumed to mean that one of the individuals has a 
severe learning disability. Or, as the following discussion of legal issues will 
shortly cover, there would be little concern, other than guidance with two men 
entering into a homosexual relationship. Literature (Harvey, 1983, Wolfsberger, 
1972) suggests that the essential areas to this question are as follows. Firstly the 
law and the issues that come to light when considering sexual acts learning 
disabled people in general and severely learning disabled people. Secondly, 
issues surrounding consent for such individuals and thirdly issues that could be 
raised for staff in residential homes (and their feelings and attitudes). Finally, 
policy issues and future trends will be considered.
Sexual relationships are an essential aspect of the personal and social 
development of all human beings. During recent years there has been a marked 
trend towards the liberalisation of attitudes concerning the sexual rights of 
learning disabled persons in residential care, (Harvey, 1983). These advances are 
closely linked with the Normalisation movement, inherent in which is the goal of 
removing, as far as possible, obstacles to normal living (Wolfsberger, 1972). 
Maximal integration of handicapped people within the community is very much 
the avowed policy of today, and a rational approach to sexuality has been cited as 
an essential ingredient for such integration (Edmonson & Wish, 1975). Several 
researchers have delineated the consequences of the traditional paternalistic 
approach. Restriction of sexual information can cause various problems (Hall & 
Morris, 1976). Others have noted that the vulnerability of learning disabled 
people to sexual exploitation and that they display a propensity to fall foul of the 
law or social opinion in sexual matters which may be ascribed largely to the 
failure to educate them appropriately (Kempton, 1985).
The law now commonly states that learning disabled people have the right to 
sexual development (Gunn, 1984). The United Nations Declaration on the Rights 
of the Mentally Retarded Persons (adopted by the UN General Assembly in 
1971) states that, as far as possible, mentally retarded people have the same
15
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rights as everybody else (Hoggett, 1984). The term 'mental handicap' or learning 
disability is described by the Mental Health Act 1982 as a "state of arrested or 
incomplete development of mind, which includes severe impairment of 
intelligence and social functioning". It is within these contexts then that this 
phrase shall be used within this course of discussion. However, a right such as 
freedom of sexual expression and development has to be seen within context. A 
learning disabled person not only has the right to sexual development, but also 
the right to be free from exploitation, abuse and degrading treatment, (Harvey, 
1983).
Let us now explore the legal rights of people with learning disabilities that are 
gay. Learning disabled people have normal needs for personal relationships. 
They have full sexual rights and are subject to the same restrictions on the 
expression of their sexuality as other citizens in society (Gunn, 1984). Thereby, 
men over the age of 18 years of age may enter into homosexual relationships. 
(Incidentally, in line with the common law of the land there is till no legislation 
concerning the act of lesbian sexual acts - with the exception that a non-severely 
impaired woman could be charged with indecent assault should she enter into a 
relationship with a severely impaired woman). That is if a gay person wants to 
practice a homosexual act of love then as along as he / she is of the required legal 
age and is legally consenting there should be no interference required by the law 
/ other agencies. However, the law does differentiate in this matter between the 
learning disabled and the severely learning disabled, placing extra restrictions in 
the case of the latter (Gunn, 1984). But, exactly what kind of population numbers 
is the law looking at ? In every 1000 of the general population, there are 31 who 
are mildly handicapped (IQ above 50) and 4 who are severely learning disabled, 
(Craft & Craft, 1978). We must not forget that this population can include many 
different types of multiple handicaps and that many of these individuals require 
24 hour care ( Kramer -  Monat, 1982).
The issue of consent is a difficult area. Consent is defined as a rational act of 
will by an individual, a voluntary agreement to what another proposes (Webb, 
McGowan, Ashley-Smith & Buck, 1985). In the case of treatment and care the 
medical professions deem learning disabled people as capable of decisions
16
Year 2 Academic chapter: Learning Disabilities Essay
concerning their own health care and therefore sexuality. It is when one looks at 
the division drawn by the law between learning disabled and severely learning 
disabled that issues surrounding consent arise. According to the Mental Health 
Act (1959), the severely learning disabled person is not entitled to, at any age, 
experience sexual intercourse. This act states that it is expressly forbidden for 
anyone to have sexual intercourse with any person that is known to be severely 
learning disabled. The law revolves around the assumption that the severely 
learning disabled cannot give consent. The only defence permitted is that the 
person having sexual intercourse with the severely learning disabled person did 
not know nor had no reason to suspect that person was severely learning 
disabled. Also, should two men of severe mental handicap enter into a sexual 
relationship this would not be considered an infringement of the law as neither of 
them could be expected to recognise the degree of impairment of his partner 
(Dixon & Gunn, 1985). However, should only one of the couple be severely 
impaired and the other 'impaired' the law could still consider this an offence and 
prosecute accordingly (Gunn, 1984). There are some grey areas within these 
parliamentary acts where the law becomes unclear. For instance, it has not yet 
been established within the law exactly what defines severe learning disability. 
As the law now stands it is difficult to prove that a person is severely impaired as 
there are no strict definitions.
Like parents, many staff working with learning disabled persons feel ill equipped 
to deal with issues surrounding sexuality (Sebba, 1985). The general public has 
historically linked learning disability with a reputation of sexual promiscuity. 
These reputations die hard as demonstrated by a study carried out by Jones 
(1975) where these attitudes were shown to be held in a sample of nurses (i.e. 
that mental handicap was linked with promiscuity). Four years later the Jay 
report (DHSS, 1979) noted that 19% of hostel staff considered learning disabled 
adults should be discouraged from having sexual relationships. More extreme 
views were expressed in residential facilities in a study by Mitchell, Doctor & 
Butler, (1978) where 31% of those questioned felt that no sexual behaviour was 
acceptable for learning disabled people.
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Returning to the question at hand of homosexual relationships (at the moment 
excluding the factor of differing abilities) and staff issues, an interesting question 
is whether attitudes vary according to the type of sexual behaviour considered. 
Sexuality on an individual, solo basis seems to be acceptable. It appears from the 
literature that most staff in residential settings agree that masturbation in private 
should be permitted (Mulhem, 1975; Saunders, 1979). Although research has 
demonstrated that staff from a variety of residential and medical settings are less 
inclined to consider the possibility of teaching learning disabled people to 
masturbate (Sebba 1981). Mulhem's 1975 study reflected that their sample 
showed 55% in favour of letting learning disabled people 'pet' (defined as hands 
on genitals) and 72% were in favour of letting a learning disabled couple have 
full sexual intercourse in private. The literature seems to reflect a downward 
hierarchy of approval, which reflects societies’ opinions and moral beliefs 
regarding acts other than those of a heterosexual nature. 33% of the Mulhem 
sample (and 32 of the Saunders sample) agreed that acts of homosexual love 
should be permitted in private. It is interesting that with the passage of time 
between these two studies that general opinions in these studies (again a 
reflection of the general populations attitudes) should have become more relaxed 
towards sexuality in general. Mitchel et al, (1978) also found that homosexual 
behaviour to be the least acceptable to staff. A self-selected multidisciplinary 
group of staff and parents attending a one-day workshop expressed greater 
tolerance towards homosexual behaviour (Sebba 1991).
Research has already shown that staff appear to express more acceptance of 
activities taking place in private than in public (Mitchel et al., 1978; Mulhem 
1975; Saunders 1979) which raises the important policy issue of privacy, whether 
considering heterosexual or homosexual relationships. Residential establishments 
often lack privacy and slowly the recommendations of the National Development 
Group (1980) regarding this issue is being realised and learning disabled people 
are being allowed privacy and given areas where they can access privacy. It is 
crucial that staff respect individuals' rights to privacy and this is now being 
implemented through routine procedures such as knocking on people's doors 
before entering.
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It can be difficult for staff to secure freedom for learning disabled people whilst 
at the same time protecting them from exploitation. Any attempt at laying down 
boundaries will inevitably be flawed as any boundaries are curtailing (Dixon & 
Gunn, 1985). It is with the use of guidelines that staff and clients alike will be 
protected. Unfortunately, there is no set of universal guidelines that are in place 
nationally. For our purposes of discussion then, we shall look at the guidelines 
of the London borough of Camden and pull universal issues from these where 
homosexual relationships and differing levels of handicap are concerned.
Camden's policy and guidelines realise the importance of staff attitudes and 
responses to sexuality in this client population. These issues of staff attitudes 
must be considered universal, indeed crucial to any policy regarding sexuality for 
this client group. Whilst acknowledging that many 'workers' do try very hard not 
to let their personal beliefs influence their work with the learning disabled 
population they realise that many messages can be unconsciously past over by 
external cues. It is important that these cues be recognised and built in to policy 
guidelines regarding sexuality. Many young learning disabled people receive 
their primary information regarding sexuality from the people who work with 
them and it is this information that helps these people develop their own self 
concepts regarding sexuality. Camden County Council stresses the message that 
cues and messages from the staff must be consistent with the rights of other non- 
learning disabled individuals and that these people are given the physical space, 
support and knowledge to enhance 'normal' sexual concepts (Camden S.S.D, 
1994).
As with any general population, staff working in residential homes with learning 
disabled people must be aware that both men and women with such handicaps 
will / may show interest in heterosexual, homosexual or bisexual activity. It is 
important that staff should not react in a way that makes the individual feel 
"deviant" because of their interests. Nor jump to conclusions about some one’s 
sexuality or categorise them (Camden County Council guidelines). Where 
homosexuality is concerned there are various considerations to bear in mind. 
Firstly, that homosexuality is many people's preference, for all or part of their 
lives. Secondly, that learning disabled people may have had less chance to
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develop heterosexual relationships due to enforced single sex wards or schools 
and that they may have lived in or attended through out their life times. Thirdly^  
that people who have grown up in institutions may not feel as inhibited as others 
who have not. Regarding men who are severely handicapped, who have no rights 
to sexual relationships due to the issues of consent that we earlier spoke about, 
would have to be dealt with by the authorities on an individual basis. Should the 
partner of a severely handicapped man also be severely impaired then no legal 
action is usually persued (Gunn, 1985). Should this man's partner be learning 
disabled but not severely handicapped then staff must counsel the individual in a 
manner that explains to the individual concerned the legal issues and 
consequences. This could then lead to criminal proceedings but is unlikely, 
although by law the staff involved must report such incidents. Any man who is 
not deemed as learning disabled would be reported to the police and informed of 
likely criminal proceedings, in which case the partner of the severely learning 
disabled man could only plea that he was unaware of this partner's handicap. 
(Camden S.S.D, 1995). In terms of a relationship between two women and 
policy issues, one would expect that a similar policy be adopted, irrelevant of the 
fact that the law does not recognise lesbian sexual acts.
In summary, the issue of learning disabled people and sexuality has traditionally 
been viewed as a rather controversial area. With the event of Normalisation 
society has moved its moral judgement to that of tolerance (Sebba 1991). There 
is still much work to be done to assist learning disabled people to exercise their 
rights to fulfil their sexual and emotional needs as others in our society do. 
Much work is still to be done with parents and staff to reduce attitudes that keep 
learning disabled people 'infantalised' where sexuality is concerned. Positive 
attitudes encouraged by well planned policies and guidelines will inspire 
confidence whilst protecting both staff and clients alike.
20
Year 2 Academic chapter: Learning Disabilities Essay
References:
Department of Camden Social Services, Hall, A. (1994) The sexuality o f people 
with a mental handicap. In Policy and guidelines for staff working in the 
London Borough of Camden Establishments. H.M.S.O.
Craft M & Craft A (1978) Sex and the mentally handicapped. (2nd Ed) 
London: Routledge and Kegan Paul
Dixon H & Gunn M (1985) Sex and the law. London: Family Planning 
Association Education Unit
Edmonson B & Wish J (1975) Sexual knowledge and attitudes o f moderately 
retarded males. American Journal of Mental Deficiency, 80:2:172-178.
Gunn MJ (1984) The law and mental handicap: sex - the present law. British 
Institute of Mental Handicap, 12:104-106.
Hall JE & Morris HL (1976) Sexual knowledge o f institutionalised and non­
institutionalised retarded adolescents. American Journal of Mental 
Deficiency, 80:4:382.
Harvey RS (1983) The sexual rights o f mentally handicapped people. Mental 
Handicap, 11:3; 123-129.
Hoggett BM (1984) Mental health law. (2nd Ed). Sweet & Maxwell, London.
Jones K (1975) Opening the door. London: Routledge and Kegan Paul
Jay Report (1979) Cited in Dixon H & Gunn M (1985) Sex and the law. 
London: Family Planning Association Education Unit
Kempton W (1980) Sexuality training for professionals who work with 
mentally handicapped persons. Routledge, London.
21
Year 2 Academic chapter: Learning Disabilities Essay
Kramer Monat S (1982) Sexuality and the mentally retarded: A clinical and 
therapeutic guidebook. College Hill Press: SanDiego.
Mental Health Act (1959) Cited in Gunn MJ (1984) The law and mental 
handicap: 4 sex - the present law. British institute of mental handicap, 
12:104-106.
Mitchel L, Doctor RS & Butler DC (1978) Attitudes o f caretakers towards the 
sexual behaviour o f mentally retarded persons. American Journal of mental 
deficiency, 83:3;289-293.
Mulhem TJ (1975) Survey o f reported sexual behaviour and policies 
characterising residential facilities for retarded citizens. American Journal of 
Mental Deficiency, 79,6:670-679.
National Development Group (1980) Improving the quality o f services for 
mentally handicapped people: a checklist o f standards. DHSS, London.
Sebba J (1991) Sexuality and mental handicap: a review. In Current issues in 
clinical psychology 2. Plenum - London.
(1985) Sexuality and mental handicap. Apex, 18,4:116-118.
(1981) Sexual development in mentally handicapped people: a 
critical look at staff attitudes. Apex 9,1:22-26.
Saunders EJ (1979) Staff members’ attitudes toward the sexual behaviour o f 
mentally retarded residents. American Journal of Mental Deficiency, 
84(2):206-207.
United Nations Declaration on the rights o f mentally retarded persons (1971). 
General assembly resolution 2865 (xxvi) of 20th December 1971. Geneva : 
UN.
22
Year 2 Academic chapter: Learning Disabilities Essay
Webb ZN, McGowan C, Ashely - Smith N & Buck R (1985) Guide - lines for 
care staff in the rehabilitation unit, regarding sexual rights o f mentally 
handicapped people. Bournewood NHS Trust.
Wolfsberger W (1972) The principle o f normalisation in human services. 
National institute on mental retardation, Toronto.
23
Year 2 Academic chapter: Child, Adolescents & Family Essay
Essay 3: Children, Adolescents & Family
Critically evaluate the models of bereavement in relation to children 
and discuss their clinical relevance.
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Introduction:
It is a common experience in almost any clinical setting to encounter either 
children and / or adolescents who have sustained significant loss, or to work with 
adults who experienced a significant loss during their pre-adult years. This is 
hardly surprising when considering that about 200,000 children under the age of 
16 in England and Wales, (one fifth of all single-parent families) have lost a 
parent (Finer, 1974). Thus in terms of children who suffer bereavement or who 
have become an orphan, we are looking at 1.6 of the general population.
In terms of structure for the following essay let us firstly discuss childhood 
capacity to mourn. Then let us examine psychological models of bereavement 
(including psychodynamic, stage and task based models), their theoretical 
underpinnings, and how these models have shifted to acknowledge the systemic 
nature of bereavement. Discussion will then focus upon the long-term 
consequences of death and bereavement for the child and the degree of success 
of bereavement programmes.
Childhood capacity to mourn:
Let us now consider the question of when a child has the capacity to mourn. 
This is an important issue as this capacity determines both the child's’ concept of 
death and the needs a child has for the person who has died (as well as the 
conflicts that were active within the relationship at the time of death). It seems 
that there is a great deal of contention concerning when children have the actual 
capacity to mourn. Opinions range from Bowlby (1980), who suggests that 
children from the age of 16 months onward, under favourable conditions, are 
capable of mourning like an adult, to Nagera (1970) who suggests that mourning 
can only occur after adolescence.
Age is indeed an interesting factor in terms of whether the bereaved child then 
goes on to suffer with some related disorder later in life. Rutter (1966) found 
that the significant age for loss associated with later disturbance was 3-4 years. 
However, Britchnell (1972) found significant associations with psychiatric 
disorder in adults who were bereaved before the age of ten. Hill (1969) found 
bereavement between the ages of 10 and 14 years to be significantly correlated
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with adult depressive illness. From these studies then, it can be seen that in 
terms of successful outcome, the earlier the detection of the bereavement / 
unresolved bereavement and intervention, the less likely it is that the child in 
question will go on to develop later psychological problems.
Psychological models of bereavement:
Psychodynamic models:
Freud, in his essay Mourning and Melancholia (1917) describes in detail the 
intricacies of ambivalence and its effects on the grieving process. He suggests 
that following the death of a person that is close to an individual that even adults 
are not completely immune to the remnants of childhood magical thinking that 
creates a sense of guilt when some one close to us dies. For children these 
‘magical’ thoughts are terrifyingly real. Clinically it may be difficult to get the 
child to express such thoughts at the time of loss, as the child may be defending 
themselves against these tremendous feelings of guilt. Therefore children may 
display ‘ambivalence’, for example; young children can be seen playing with 
their friends or watching television whilst in a period of bereavement / grief. 
These are not indications that the child is not grieving, but more a typical way 
that children / adolescents touch upon grief, then move away from, the difficult 
work of mourning (Rosen, 1991).
Teenagers tend to face a more difficult set of issues where bereavement is 
concerned (Mufson, 1985). The adolescent's fear of death may be exaggerated 
alongside his / her overall level of anxiety related to the ‘adolescent 
developmental transition’. The loss of a family member may make the necessary 
separation from the family of origin more difficult or even impossible. Children 
are remarkably loyal to their parents and may find it exceptionally difficult to 
move away from a family in pain. In conjunction with this is the teenager's 
desire not to cause any more unhappiness. Since it is generally accepted in our 
culture that teenagers cause their parents a great deal of unhappiness, the loss of 
a family member can interfere with the kind of experimentation of life that is 
necessary as the teenager begins to their identity away from the family unit 
(Rosen, 1991).
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Stage-based models:
The child's concept of death obviously has a great effect on the child’s ability 
mourn. Nagy's stage theory (1948) describes the evolution of children's 
understanding of the concept's of universality (death comes to all), irreversibility 
(death is final) and inevitability (death is due to cessation of internal body 
functions) as they relate to death. Nagy's research demonstrated that children 
under the age of 5 years or younger conceive death as reversible and attribute 
death to neither cessation of body function nor inevitable internal causes. 
Children of ages between 5 and 9 personify death making it a 'thing' that catches 
up with people in unusual circumstances. Death remains avoidable and is largely 
seen as a concept of external locus of control. Children of ages 9 and above are 
aware of the inevitability, irreversibility and universal aspects of death in a 
personal way.
Work by Koocher et al., (1973;) and Wass et al., (1978) lend substance to Nagy's 
stage theory as their samples of adolescents displayed an evolution of death 
concepts' into a more personal, often theologically based abstract formulation 
during the time periods that they were studied.
One criticism of Nagy's work is that their sample was drawn from a population 
amid the ravages of war where exposure to death could be seen as common 
place. Koocher (1973) conducted a study looking at the relationship of children's 
understanding of various death concepts to their cognitive developmental level 
by performance on conservation tasks. Contrary to Nagy's findings, children in 
Koocher's sample did not personify death, nor was understanding of death related 
to the ages of the children. However, cognitive developmental level was related 
to death awareness. When asked about causal aspects of death, only pre- 
operational children provided magical explanations. Both concrete operational 
and formal operational children's responses were characterised by significantly 
more abstract explanations than the pre-operational group. Clearly, this debate 
will continue for many years yet.
Models such as Nagy's are anchored in Piaget's (1955, 1972) earlier work. Of 
greatest importance to Models such as Nagy's have been the pre-operational and
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concrete stages of the preparation and organisational period, as well as the formal 
operations period. Pre-operational thinking (ages 2 - 7 )  has been related to the 
conception of death as reversible by various means due to external causes. 
Concrete operation thinking (ages 7 - 1 1 )  has been related to the conception of 
death as irreversible, as attributable to internal causes (cessation of bodily 
function), and as a universal phenomenon, as well as simple beliefs about death. 
Formal operational thinking has been related to the development of complex 
systems of religious and philosophical thought concerning the nature of death 
and after death (Pritchard & Epting, 1992). Studies such as these hope that the 
child's death concept formation can be recognised / clarified based upon 
knowledge of the child's location within the Piagetian formulation. However 
appealing and tidy this approach may seem to clinicians we must be careful to 
lend ourselves to both observation and theory. Work and research with bereaved 
children has shown consistently that many children gain mature conceptions of 
death and dying at an age much younger than predicted with Piaget's model 
(Wass etal., 1988).
Arguments attempting to account for this observed variability in age of 
acquisition of mature death conception have one of three themes :
1). There is no under lying idiographic sequence.
2). Variability is due to the impact of socio-cultural factors.
3). Variability is due to "premature" experiential and / or emotional contact with 
death.
Theme 1 is self-explanatory. Theme 2 has been shown by various studies 
(Westenam et al., 1987; Mclntire et al., 1972; Kastenbaum,1981) to be relatively 
successful in clarifying the relationship between cognitive development, socio­
cultural variables, and children's death concepts, which upholds Nagy’s theory. 
The third theme argues that exposure to developmentally premature emotion and 
experiential events accelerates the child's death concept formation. These events 
include; the cycle of wakefulness & sleep (Maurer, 1966; Anthony, 1971). 
Experiences with long and short separations (Kastnenbaum, 1967), toilet training 
- where the child watches the disappearance of the faeces (Yalom, 1980), 
watching the death of an animal (Yalom, 1980), listening to adults talk about
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death (Yalom, 1980), and early experience with the death of a family member 
(Kane, 1979). Given this discrepancy between pieces of research, one must begin 
to look at Nagy’s stage based model as the foundation for a theory for childhood 
bereavement, rather than a complete model of childhood bereavement.
Perhaps the best known stage model in the field of death is that of Kubler-Ross 
(1969) who suggests that there are 5 stages to mourning which the bereaved 
person / child must pass through whilst coping with their loss. These stages are 
defined as; denial, anger, bargaining, depression and acceptance. Incidentally, as 
clinicians we must be aware that since this models' initial presentation in 1969 its 
author has advanced no further evidence in support of the claim that dying is a 
process involving five, interlinked, clinically differential, "stages". This has lead 
to this model being criticised (Corr & Kastenbeaum, 1991) as it has not been 
further substantiated by later research (Metzger, 1979; Schulz & Aderman, 
1974). This is not to say that this model was not a pioneer in raising attention to 
the issue of bereavement and death and it should be noted for this. This model 
also performed the very important function of demonstrating that there are real 
possibilities of hope of positive outcomes for those who are coping with 
bereavement. This model therefore raised 3 important issues. Firstly that 
bereavement left the survivors with unfinished issues that would need, at some in 
their life, addressing. Secondly that clinicians need to help these individuals 
identify their own needs for themselves. Lastly that there are lessons to be learnt 
from people who are bereaved and that these lessons may help people in general 
to understand death and its issues.
Recent shifts in theoretical models:
Theoretical models in the field of death, dying and bereavement have 
experienced a shift in character in recent years. Stage or phase based models 
(heavily influenced by more traditional psychodynamic theories) have come 
under increasing criticism because they lend themselves too easily and in too 
many applications to stereotyping of the very individuals they should help to 
explicate (Corr et al, 1994). Attig (1991) argues for the importance of conceiving 
grieving (in bereavement, but also in dying) not merely as a passive victimisation 
which must be endured, resolved or completed, but as a meaningful active
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process whereby a person / child can regain some measure of control and 
meaning in living with loss.
In an effort to avoid such labelling that somehow obscures the unique 
individuality of both children and adults who are coping with bereavement issues 
contemporary theorists have turned to task-based models. These models 
emphasise the vital potential of task work and specificity of individual tasks that 
are part of the larger coping efforts associated with dying and bereavement. Task 
based models encourage and foster shared goals and objectives in a partnership 
between the client and health professionals from all regimes.
Task-based models:
The task-based model that is most cited in literature on death and bereavement is 
that of Worden (1982), which arose from the earlier stage based work of Kubler- 
Ross (1969). Worden identifies four tasks that are involved in the process of 
mourning which are;
Task 1: To accept the reality of the loss.
Task 2 : To experience the pain of grief.
Task 3: To adjust to an environment in which the deceased is 
missing.
Task 4: To withdraw emotional energy from the deceased and to 
reinvest it in another relationship.
Worden terms these tasks within an "uncomplicated mourning" category. That is 
they are understood to be components of the healthy process of coping with loss 
(they have also since been termed ' grief work1). These tasks are aimed at 
helping the child / person to work with their grief and integrate these issues with 
ongoing living. Later (1991) Worden reformulated his 2nd and 4th tasks in 
mourning to:
Task 2: To work through the pain of grief.
Task 4: To emotionally relocate the deceased and move on with 
life.
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The reworking of task 2 was intended to demonstrate the appreciation of the 
difficulties involved in experiencing the difficulties involved with the pain of 
grief. The reformulation of task 4 was prompted by criticism that the language 
of "withdrawing emotional energy" and "reinvesting it" elsewhere was classical 
psychoanalytical vocabulary for detachment / decathexis and reattachment / 
recathexis appeared as too mechanical (Corr et al, 1994). The reformulation of 
task 4 was striving to articulate issues inherently contained within it. Firstly that 
there is a need by the bereaved person to restructure his / her relationship with 
the deceased in ways that respect the harsh fact that death renders the deceased 
no longer available to the living as that person had been available in the past. 
Contained within this issue is an equally important point that the deceased person 
will still remain with the survivors through a legacy of memories brought about 
by their relationship with that person. Secondly that in uncomplicated mourning 
life is not shut down in any respect, but strives to enable the survivor(s) to enable 
ongoing life to be positive and productive despite the pain and loss that is 
associated with such grief.
Doka (1993) has since suggested that there could be a fifth task added to 
Worden's original model. That of rebuilding faith and philosophical systems 
challenged by such a loss. This suggestion adds a more spiritual dimension to 
the task work associated with mourning, and suggests that perhaps confining 
mourning to psychological / psychosocial domains is not sufficient to explain the 
complexities of grief in human beings (Corr et al., 1994).
The fact that Worden's and Walsh's models do not purely focus on bereavement 
in terms of death should not be over looked. Tasks have been identified in terms 
of coping with dying (again in 4 broad tasks looking at physical, psychological, 
social and spiritual tasks) and tasks associated with life threatening illness. As 
clinicians we should remember the broadness of definition of the terms 'grief and 
'bereavement'. Having stated that, task based models appear to have advantages 
in capturing the central distinction in bereavement between grief (the reaction to 
loss) and mourning (the processing or working with one's loss and grief in order 
to integrate them into ongoing living) {Corr et al., 1994). Such models could be 
deemed as successful as they help to improve the understanding of the complex
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processes that are involved in coping with dying and bereavement. They also 
foster empowerment on the part of those who are bereaved or coping with death - 
related experiences. These task-based models also enhance the appreciation of 
interactive participation among those who are involved in coping with a shared 
death - related experience. Finally 'task work' provides guidelines for people 
who are coping with death related experiences.
Movement of task based theory to acknowledge that bereavement is 
‘systemic’ in nature:
Worden and others (Walsh et al., 1991) have further developed this task based 
model to acknowledge the need to take the family / family systems of the 
bereaved individual in to account. This development has the effect of 
acknowledging the wider implications of bereavement on the family unit as 
research has demonstrated that mourning is not simply confined to individuals. 
Indeed, mourning is often shared by family and social support networks, hence 
demonstrating the need to broaden task work needed to include such systems 
(Walsh et al., 1991). Walsh et al., then suggest that Worden's original 4 tasks be 
defined as;
Task 1: To share acknowledgement of the reality of the death.
Task 2: To share experience of the pain of grief.
Task 3: To recognise the family system.
Task 4: To reinvest in other relationships and life persuits.
Again, bearing in mind the reformulation that Worden later carried out, Walsh et 
al., further reformulated their tasks 2 & 4 to;
Task 2: To share in the process of working through the pain and grief. 
Task 4: To restructure the family's relationship with the deceased and to 
reinvest in other relationships and life pursuits.
Where younger children and adolescents were concerned Worden's work has 
been further reworked by Fox (1988) to identify 4 tasks aimed specifically at the 
younger age groups. Fox describes these tasks as;
Task 1: To understand or begin to make sense out of what has happened 
or is happening.
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Task 2: To grieve and express emotional responses to the loss.
Task 3: To commemorate in some formal or informal manner the life of 
the person who has died.
Task4: To learn how to begin to integrate the loss into one's life in order 
to go on with the everyday activities of living and loving.
Task 1 essentially focuses on a cognitive framework of assembling information 
and interpreting the meaning. Task 2 works through emotions or other grief 
responses to loss. Task 3 looks at behaviours or 'acting out' associated with such 
a loss. Finally task 4 is concerned with values. This also involves giving the child 
permission from others to grieve and move on with healthy living. Whilst 
Worden and others have developed such tasks, we should (and shortly will) link 
these tasks with other important factors that influence loss in children and 
adolescents (such as developmental stage, relationship of the child with the 
deceased, family attitudes the child's concept of death and "ambivalence"). 
However, current research suggests that clear-cut stages of mourning are not 
necessarily observed (Oterweis et al., 1984). One must bear in mind the 
uniqueness of each individual and their response to grief. It is possible that the 
one year marker noted by many clinicians may not be a significant for many who 
have sustained loss (Rosen, 1991).
Response of family members to bereavement:
Another important clinical issue raised by such research was that of how the 
family members respond to the loss. Rosen (1991) suggests that how the other 
family members respond is critical in understanding the effects of the loss on 
children. In addition there has been shown a need for constancy and stability of 
care, (children are highly influenced in their coping with loss by how those 
around them mourn). Families that are able to talk about the person who has 
died, there is more opportunity for the children to verbalise their feelings. When 
there is an unwritten / spoken rule of not talking about the deceased many 
children / adolescents feel that they will never have a chance to tell anyone about 
how they feel (Rosen, 1986). If a family is able to have an atmosphere of "open 
mourning" there is more opportunity for a child to have his / her fears shared and 
corrected (Brice, 1982). Bereavement is often successfully worked through on a
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family basis in therapy. Black (1983) has shown that a family based intervention 
in bereavement with children can shorten the period of distress, and that the 
techniques designed to promote the children's grief appear to have been the factor 
which was associated with good outcome. Perhaps this fact could be seen as 
support for task based models, rather than stage based ones. Interesting that this 
result may be, we should not lose sight of the financial implications raised by 
family therapy. Resourcing on-going family based intervention is costly and 
may therefore not be a viable option for some services / trusts.
Other issues of bereavement tied in with the family environment are that of 
ordinal position and sex of the child / siblings. Having an older sibling of the 
same sex as the dead parent apparently protects against subsequent disorder. 
However, that elder sibling is then at increased risk of longer standing 
psychological problems (Birtchell, 1971). Also Boys have been seen to be more 
vulnerable to stress (Rutter, 1972), but there is also evidence that demonstrates 
that girls are vulnerable to the death of a parent. Particularly her mother, loss of 
a mother leads to increased risk of long term disorders later in the child's life. 
There is also some evidence that gender plays a part in how children express 
their grief. It has been suggested that boys demonstrate greater behavioural 
disturbances and girls display increased sadness (Brown et al., 1977).
Long term consequences of death and bereavement:
As far as children as concerned 6 factors from the broad range of literature on 
bereavement have been seen to emerge on the subject of the long-term 
consequences of death. These factors consist of (in no particular order of 
importance); the relationship of the child with the deceased person and the 
availability of a substitute object, how the surviving family members respond to 
the loss, development; level of the child, the child's understanding of the death, 
ambivalence, and how children mourn. In contrast to the early theories which 
strongly suggested that loss and separation in childhood (especially from mother) 
were invariably pathogenic, current research stresses the importance of context 
and individual styles of coping in determining the effects of loss on children 
(Wolkind & Rutter, 1985). For example, Bowlby (1980), Fumam(1988) and 
others believe that external factors, (in particular the reactions of the family
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members to the loss), play an especially prominent role in children's grief 
reactions. When mourning fails (according to Bowlby) a range of maladaptive, 
pathological outcomes may ensue, including anxiety, hopes of reunion with the 
deceased, guilt and aggression. Whether the child's response to loss outcomes as 
'healthy' or 'pathological' will depend upon the factors already mentioned and 
upon the child's' experience of death in the past. Where these factors are 
concerned an important clinical issue is the therapist's awareness of the process 
and time sequencing necessary for mourning.
Outcome of bereavement programmes:
Having now discussed the models of bereavement and their clinical implications 
for working with children and adolescents we should briefly and finally touch 
upon how successful bereavement work / programs are seen to be. Parkes (1980) 
concluded that bereavement counselling was of value, particularly among 
bereaved people who perceive their families as unsupportive or who are for other 
reasons are thought to be at special risk. A review of child and / or parental 
bereavement programs by Schneiderman et al., (1994) concludes that there is 
little sound evidence either in favour or against bereavement programs. It is, in 
their view, entirely likely that social class, pre-morbid family functioning, social 
supports, the age of the dead family member and the survivors as well as the 
nature of the death (sudden, expected, suicide etc.,) have as much to do as any 
intervention that psychology may be able to provide. It is, according to 
Schneiderman, entirely possible that bereavement programs may work for some 
families under certain conditions. What is necessary for the future is that there is 
continued research into this area and that programmes and interventions are 
carried out on a trial basis. This will hopefully lead us to more information as to 
which interventions work, under what conditions, when and for whom. 
Childhood bereavement is an area that requires many further resources and future 
research if we as clinicians are to truly understand and help children who have 
suffered loss.
Summaiy:
In summary it can be concluded that models of bereavement have continued to 
develop. Initial models (psychodynamic / stage based models) were found to be
35
Year 2 Academic chapter: Child, Adolescents & Family Essay
too inflexible in terms of stereotyping the bereaved individual and suggesting 
that the individual was a passive victim. Theorists and clinicians alike then 
turned to task based models, that offered a process based theory that was flexible, 
included family within the bereavement process, and captured the central 
distinction between grief and bereavement (however broad these definitions may 
be). Six factors emerged from the literature on the long-term consequences of 
bereavement. These factors ranged from relationship between child and deceased 
person, how family members responded, development, the child’s understanding 
of death, ambivalence, to how the child mourns. Evidence regarding the efficacy 
of bereavement programmes was neither positive or negative. This is certainly 
an area that will need further research in the future as childhood bereavement 
programmes continue to be used.
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Essay 4: Older Adult 
What factors are involved in suicidal behaviour in older people?
42
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Suicide has been defined as a conscious act of self induced annihilation occurring 
in a life situation in which death is felt to be the best possible solution 
(Schneidman, 1982). Older adults represent the highest risk for suicide of any 
group. In the USA, they die at a rate of 22 per 100, 000 compared with 13 per 
100, 000 for the general population (Valente, 1994). In 1987, older adults 
accounted for 21 per cent of all suicides in the USA, although they themselves, 
were 12.3 percent of the population (Strasburger et al., 1991). However, older 
adults do appear to engage less often in suicide attempts (as compared with 
younger generations) {Lester, 1994}, but when attempted are more likely to be 
lethal (Stillion, 1989). These statistics seem to demonstrate that suicide among 
older adults is a pervasive psychosocial problem, that is (although only slightly) 
increasing with each generation. Comparing suicide rates world-wide is an 
almost impossible task as there are no standardised criteria for the classification 
of suicide deaths. Recording of a death as suicide varies with country, culture 
and reporting practice (Moscicki, 1995) so it is difficult to gain an over view of 
rates generally. Researchers have often pondered the philosophy behind suicide 
at such a late stage of life, Schneidman (1984) suggests that “suicide among the 
elderly is a double paradox. Why advertantly end life toward the very end of it? 
Why the hurry ? ”. Such a statement could be seen to be naive and to be denying 
older adults their reality of living and the pressures and stresses that life causes. 
Culturally we hold ingrained beliefs (whether right or wrong) about the process 
of ageing. McIntosh et al., (1985) interviewed a sample of college students, 
who’s responses to such questions as asked by Schniedman, implied that suicide 
was mainly associated with the young. A perception that is wholly inaccurate as 
the earlier statistics show. Societal belief then is that suicides of the elderly are 
more acceptable (Cohler et al., 1995).
Factors involved in suicidal behaviours in older adults’ fall within four distinct 
realms; those of demographic, biological, psychological, and environmental risk 
factors. It must, however, make it clear from the onset of discussion that whilst 
we may be examining the subject within these three realms, suicide is not 
normally the result of any one single factor. Rather it is the product of multiple 
factors interacting with one another (McIntosh, 1995). Barter (1969) suggests
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that elder suicides often seem to be a response “to a total life situation more than 
a single event” (p9). A lifetime accumulation of coping skills, social supports 
and other resources would normally allow the older adult to adapt to any single 
factor or factors. It is following the breakdown or failure of these resources 
when several conditions or factors exist simultaneously that finally overwhelms 
the individual and exhausts their ability to cope adequately. It is here that 
individual levels of tolerance and personality traits are particularly important in 
defining whether an older adult decides on suicide (McIntosh, 1995).
Let us begin by discussing demographic and biological factors. McIntosh (1995) 
cites the most consistent demographic characteristic associated with older adult 
suicide as being gender, race and the age of the group within the late life 
population. Males are at considerably higher risk of suicide overall (and 
particularly in old age) than are women. In the USA in 1991 the suicide rate for 
older men was 40.2 per 100,000 population and only 6.0 among women of 65 
years and above. In fact 80 year olds are twice as likely to commit suicide than 
20 year olds (Cohler et al., 1995). There is also some evidence to support the 
theory that suicide rates are abnormally high at symbolic ages (that is starting at 
30 at ten-year intervals to 80 years). Perhaps demonstrating that there are 
socially determined meanings imparted on these specific points in the life course 
that determine their relative influences as suicide risk factors, rather than just the 
chronological significance of age alone (Phillips & Ruth, 1993). Tobin and 
Lieberman (1979) report that in the United States the decade of the 50’s for men 
and 60’s for women represent a personal crisis, prompting personality changes 
that lead to enhanced introspection. It is suggested that this enhanced 
introspection could be another cumulative risk factor for the older aged adult. 
Lester, (1994) suggests that after correlating items with age, the indications were 
that suicide for the older adult was often a liberation from the effects of trauma, 
while for younger suicides it was seen as a response to interpersonal and 
intrapsychic problems.
In the United Kingdom different religious subgroups (for older adults) have 
differing suicide rates. In particular Indians (from immigrated families) have an 
especially low rate of female suicide rates (Merill & Owens, 1986). Within the
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differing Indian religions we again witness a rank order of suicide rates, with 
Sikhs having the lowest rate, followed by Hindus and with the highest rates being 
found within the Muslim population (Ineichen, 1993). Perhaps these low rates of 
older adult suicide have something to do with the fact that older adults are held in 
higher esteem and more integrated into society than in Western cultures (Bhatia 
et al., 1987). Retrospective studies have demonstrated that race is indeed a risk 
factor for any suicide. Caucasians in both the USA and UK, as a whole, kill 
themselves at higher levels than non-Caucasians, and the same is true for older 
adults on both continents. (McIntosh, 1995).
Bowers’ study (1993) found that chronic illness was present in 54% of their 
sample of older adults who had committed suicide. Chronic illness was more 
prominent in males and in those individuals who were over 75 years of age. 
However the presence of illness is not a significant suicide factor alone. Nowers 
suggests that issues of physical dependency and declining health has a greater 
psychological impact upon older males (particularly those who are socially 
isolated and abusers of alcohol) which he suggests may then result depression 
and subsequent suicide. Studies have shown that there is particularly high risk of 
suicide in an older population with the following illnesses; epilepsy, cancer, 
gastrointestinal illnesses and musculo-skeletal disorders (DeLeo & Ormskerk, 
1991; Blazer, 1982; Osgood & Brant 1991).
In terms of psychological risk factors, depression, according to the research of 
Valente (1994), is a the most common precursor to older adult suicide and is 
associated with physical illness, psychiatric disorders and many medications. 
Elderly people have high rates of major depression, and 45 to 70 percent had a 
major depression at the time of their suicide (Steiner & Marcopulis, 1977). Risk 
factors for depression in older adults include medical illness, personal losses and 
changing social roles (Blazer, 1982; Osgood & Brant 1991). It has also been 
suggested that dysregulation of the hypothalmic- pituitary-adrenal axis and 
disruption of normal circadian rhythms- physiological changes which may be 
associated with depression generally-are more common in older adults (Blazer, 
1982; Osgood & Brant 1991). Complicating the issue is the clinical observation 
that depression in older adults is masked in some individuals who report their
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depressive symptoms as somatic complaints (Conwell et al., 1995). Other 
reports have suggested that masked or somatic depression as a precipitant to 
suicidal behaviour is most often linked to a larger problem of a lack of cultural 
acceptance of mental disorders as treatable conditions (Takahashi et al., 1995). 
Attitudes to which older adults are particularly prone (Conwell et al., 1995). Rich 
et al., (1986) found that older adults who committed suicide has been more often 
diagnosed as having an affective disorder or organic brain syndrome (O.B.S). 
Whilst psychiatric illness was prominent in most cases studied by McIntosh 
(1993), this was found to interact with physical illness, psychosocial stress, age 
and gender. Draper (1994), in the USA found that in 30% of his sample 
depression was co-morbid with other diagnoses, particularly with O.B.S, usually 
delirium or mild dementia. However, in direct contradiction to these findings, 
Sendbuehler and Goldstein (1977) found very few patients suffering with 
dementia or delirium. In fact, many studies have shown that there is a relative 
lack of dementia diagnoses among older adult suicide ‘attempters’ in the U.K 
Lyness et al., 1992; Peirce 1987). A common explanation for the UK finding, 
that subjects with dementia are underrepresented in studies of completed suicide 
in late life, is that cognitive limitations prevent individuals with dementia from 
effectively planning and carrying out a suicidal act in supervised nursing home 
settings (Conwell etal., 1995).
In terms of psychosocial risk factors for suicide in later life there seem to be 
many reported in the literature. Martial status influences risk; with the divorced, 
widowed and single older adult being three times more likely to commit suicide 
than the married older adult (DeLeo & Ormskerk, 1991). Methods (therefore 
intention ?) are generally more lethal among older adults than the general 
population. Studies from differing countries show that methods range from 
shooting in the USA to hanging (the method most chosen by men) and overdose 
(the preferred female method) in the United Kingdom (Dennis & Lindesay, 
1995). Other psychosocial risk factors are bereavement, dependence issues, 
retirement and addiction, which we shall now discuss. However, we should look 
at these ‘factors’ with a degree of caution. These issues are highly 
interconnected in cases of older adult suicide and have been shown to risk factors 
only in a cumulative sense. Shulman (1978) suggests a ‘permissive model’ to
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explain the interaction between depression, pain and psychosocial factors already 
discussed. In his model psychosocial factors isolate the older adult, for example 
by bereavement, or relationship problems, which contribute towards a state of 
‘giving up’ as well as being a permissive factor once suicidal intent was present 
due to a depressive disorder.
In terms of bereavement, again, it can not be said that it is an isolated risk factor. 
Stillion et al., (1989) draws our attention to the experience of cumulative recent 
losses in the older adult population. Where an individual may experience 
cumulative losses (in a short period of time) which may include their spouse, 
without adequate time to resolve their grief over their losses.
The maintenance of personal independence could also be seen as an integrative 
or causal factor in older adults’ suicide. Limitations in ability and personal 
independence often induce a sense of panic or despair and older adults find it 
difficult to rely on others for help in realising everyday tasks (Cohler & 
Jenuwine, 1995). Clark (1993), proposes a ‘wedding cake’ model of older adult 
suicide that take this point into consideration. This model hypothesises that a 
large proportion of older adults who die by suicide are ‘characterologically’ 
similar, with unresolved psychosocial conflicts in the areas of trust, autonomy 
and inferiority. And that these individuals cannot ‘bend’ in the way of most 
older adults when life confronts them with physical decline, increasing 
limitations on mental functioning or increased reliance on others.
Retirement (another cumulative risk factor) has been noted by researchers as 
affecting more male than female older adults who have committed suicide. 
Battegay & Mullejans (1992) noted that older men reported feeling helplessness 
and despair when they were no longer able to work and carry out ‘valued 
activities’.
Alcohol abuse is known to be more prevalent among the suicidal than the non- 
suicidal older adults Osgood, 1991). For many, patterns of alcohol use are life 
long. If alcohol has been used as a coping strategy in the past, it has been shown 
to be problematic in the later years when losses, social disruption, and other age
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related stresses provide significant challenges to the older adults’ ability to cope. 
Widows and widowers are at a particular risk for alcoholism as well as for 
suicide (adult (DeLeo & Ormskerk, 1991).
Environmental factors such as isolation and relocation are seen as ‘critical ‘ risk 
factors (Dennis & Lindesay, 1995). Cattell (1988), studied coroners records of 
104 consecutive older adult suicides in London. Nearly two thirds were living 
alone, over half were physically unwell, and 79% had depressive symptoms prior 
to death. Social isolation was further highlighted by 16% having no contact with 
friends or family, and 9% citing in suicide notes that loneliness was a reason for 
their actions. Vogel and Wolfersdorf (1989) noted that breakdown in ‘cardinal 
interpersonal relationships’, such as family conflicts, death of relatives, and 
subjective perceived loneliness are important in distinguishing older adults from 
younger suicides. In terms of suicidal behaviour in older adults, there is 
evidence from comparative studies that social support systems have disintegrated 
among suicide ‘attempters’ compared with non-suicidal individuals (Hart et al., 
1988; Kotler et al., 1993; Magne-Invar et al., 1992; Veiel et al., 1988).
Let us now discuss the major strategies utilised in efforts to prevent suicide (in 
particular those available to older adults). These in main are suicide prevention 
centres, psychiatric treatment (including medication and psychotherapy), 
education in programmes and restricting ability to lethal methods. Recent 
research suggests that, provided treatment is adequate, the longer-term outcome 
for older adults can be as good as for younger people (Baldwin & Jolley, 1986; 
Meats et al., 1991).
In terms of these suggested strategies there are two comments to be made. 
Firstly, prevention centres and therapy are directed at a secondary prevention 
level. It has often been observed that older adults generally do not seek (and are 
therefore seriously under represented in the clientele of) help from services such 
as these (Gatz & Smyer, 1992). There are many reasons for the lack of 
utilisation of services; explanations include lack of awareness of their existence, 
conviction that services are not for older adults, and general mistrust of agencies 
and institutions among the current cohort of older adults (McIntosh, 1995).
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Secondly that psychiatric treatment (a common option for the treatment of 
suicide intention) employs the use of medication. A treatment that could be seen 
as a double-edged sword for older adults. On one hand, drugs and medications 
are the second most frequent method of suicide for older women (Meehan et al., 
1991). On the other hand, depression may conceivably be a side effect of a 
poorly co-ordinated medication regime for some older adults, especially if 
several different physicians prescribe medication incompatible with each other, 
without taking complete histories form their older patients (Sorenson, 1991). It 
is clear that careful consideration needs to employed when assessing older adults 
for suitability of treatment.
However a major problem for the older population is that often depression and 
suicidal intent seems to go unnoticed by the medical professionals. A significant 
number of suicidal older adults visit a doctor shortly before their suicide (Miller, 
1978). More often than not complaints are of a somatic nature, but with no clear 
complaint, but rather a vague sense of something being “wrong” (Osgood, 1985). 
Some studies have suggested that older adults may not communicate their 
suicidal intentions ( Maris, 1969). Others suggest that the clues are there but 
physicians have not received sufficient training in detecting them ( Robins et al., 
1959). And it has been demonstrated that, with intensive postgraduate training in 
the areas of diagnosis and management of depression, the suicide rate for 
patients’ in that catchment area dropped significantly (Rutz et a., 1989).
Suicide of older adults could be prevented through the provision of increased 
resources, particularly enhanced independent living and opportunity for therapy 
(the type being dependent on the individual) and / or other psychological 
intervention among depressed older adults. Through increased understanding and 
appreciation of the role of their cohort, period, ageing and both gender and 
ethnicity as factors shaping the distinctive world view of older adults, the work 
on prevention of older adult suicide will progress (Cohler et al., 1995). The best 
method seems to be a long term approach designed to address major distal risk 
factors in an integrated manner (which includes the individual as well as their 
psychosocial environment) {Moscicki, 1995).
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In summary then, factors known to increase the risk of older adult suicide include 
demographic factors such as sex, race, gender martial status and method. 
Biological factors of age, mental illness (and co-morbidity) and health status. 
Environmental factors of location of residence and social support. Psychosocial 
risk factors include decreased / non-existent social support and isolation. Whilst 
age and gender are ‘reliable’ risk factors, the other factors are seen as being part 
of a cumulative and synergistic build up of life stresses which together can result 
in suicide. Although the reality of death is an issue familiar to older adults 
(Myerhoff, 1978), these older adults are more troubled by dying than by death. 
The thought and fear of a possible painful and lingering death from a chronic 
and dehabilitating illness may lead to the intention to commit suicide among 
afflicted persons still able to reflect upon this issue.
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Essay 5: Adult Mental Health
What is psychiatric rehabilitation? Discuss with reference to at 
least three models of intervention.
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With the introduction of anti-psychotic medication in the 1950's came a 
revolution where the treatment of individuals with severe mental illness was 
concerned. These medications so effectively reduced these illness' flagrant 
symptoms that they quickly became the main stay of treatment (Wallace 1993). 
As time continued, and such treatments were monitored its numerous, none too 
easily treated, side effects, came to light. Whilst we must not deny its numerous 
beneficial effects, Any client that is amenable to drug treatment requires 
treatment with the appropriate drug or drugs as an important part of rehabilitation 
(Morgan & Cheadle, 1981), but at the same time, we cannot overlook its side 
effects. Hogarty (1987) demonstrated that approximately 40% of all individuals 
will experience a severe exacerbation of their flagrant symptoms within 1 to 2 
years of the onset of illness regardless of their compliance with anti-psychotic 
medication. And whilst medication may control the individuals' more dramatic 
symptoms, it does little to improve the illness' more pernicious symptoms of 
impoverished functioning in major social and instrumental roles, and reduced 
motivation to participate in community life (Wallace, 1993).
Indeed, the personal, financial and societal costs of severe mental illness are 
extraordinarily high. Individuals suffering with schizophrenia occupy 25% of all 
hospital beds and account for 40% of all long term care days in the U.S.A. 
(Talbott et al., 1987). In England the numbers of individuals resident in 
psychiatric hospitals between 1 & 5 years is 40/100,000. The numbers are 
greatly increased when one looks at the numbers of individuals receiving some 
kind of psychiatric service for more than one year - 420/100,000 (Shepard, 
1984). These high financial and manpower costs have spurred efforts to find 
treatments that compliment medication to produce better outcomes. The most 
promising treatments have been developed based on the principles of the 
rehabilitation of physically challenged individuals and are loosely grouped under 
the heading of psychiatric rehabilitation.
The rationale for psychiatric rehabilitation believes that illness produces 
impairments that reduce the individuals' abilities to perform basic life skills. 
These reduced abilities (disabilities) then make it much more difficult for the
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individual to succeed in their varied social roles. The rehabilitation treatment 
may have several foci. It may try to directly reduce the impairments, teach new 
means of performing the skills that compensate for the impairments or modify 
the environment so that basic skills are not needed or can be performed in a way 
that accommodates their impairments (Wallace, 1993).
Understanding of the process of rehabilitation varies not only with the tasks 
presented to a service but also in response to prevailing economic and social 
conditions of the society in which the service operates (Pilling, 1991). These 
ever changing conditions are mirrored by the differing ideologies of care that are 
determined by a society's underlying beliefs and values. It is vital that these 
values are acknowledged at a service level if that service is to develop clear 
principles and a successful rehabilitation service. Philosophically, the following 
three definitions seem to clearly sum up the shifts and trends in psychiatric 
rehabilitation over the past decade:
Douglas Bennett (1978a) has defined rehabilitation as "the process of helping a 
physically or psychiatricly disabled person to make the best of his residual 
disabilities in order to function at an optimum level in as normal a social context 
as possible". This definition looks solely at the skills levels of the service user 
and does not reach out to the wider implications concerning the individual and 
how they are seen and judged by their role in society.
Wolf Wolfsberger (1980) takes this definition further by emphasising the issues 
of the need for psychiatric rehabilitation to be socially valid. He defines 
psychiatric rehabilitation as "utilisation of means which are as culturally 
normative as possible in order to establish and/or maintain behaviour and 
characteristics which are as culturally normative as possible". Already, in a time 
period of only three years we are beginning to see the shifts in philosophy from a 
Victorian illness model to the cultural skills based models of today.
Anthony et al., (1984) discusses rehabilitation as being philosophically directed 
towards increasing the strengths of the clients so that they can achieve their 
maximum potential for independent living and meaningful careers. Again, a
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slight shift from the individual as being seen as needing to be socially valid, to an 
individual being part of both a normalisation and skills maximising rehabilitation 
process. With the event of the government's care in the community paper and the 
closure of the old long stay hospitals, the importance of successful rehabilitation 
schemes is more important than ever.
It is at this point that we should take a step back and look at who psychiatric 
rehabilitation services are built for. Bacharach (1988) defines the chronically 
mentally ill as " those persons whose emotional or behavioural functioning is so 
impaired as to grossly interfere with their capacity to remain in the community
without supportive treatment .the mental disability is severe and persistent,
resulting in long term limitation of their functional abilities of daily living such 
as interpersonal relationships, homemaking and self care, employment , or 
recreation" Bacharach notes that although people with primary diagnoses of 
mental retardation or organic brain syndrome frequently have similar problems 
or limitations they are not to be included in this group. The "supportive 
treatment" that Bacharach talks of is psychiatric rehabilitation. People with long 
term mental illness can be seen to belong to one of the following groups;
> Long stay clients (Christie-Brown, 1977) - those people who have been in 
psychiatric hospital for 5 or more years.
> New long stay clients (Mann & Cree 1976) - those people whom have 
been in hospital more than one year but less than 5.
>  New long term (Sturt et al., 1982) - people who are not long term in-patients, 
but demonstrate high need, and are given continual support via a range of 
services.
The disabilities model (Wing & Morris, 1981) suggests that impairments of these 
individuals can be seen as a two-tier system. Primary impairments are the more 
flagrant symptoms that are the hallmark of the illness - hallucinations, delusional 
thinking, disorganised thinking processes, mania, and extreme depression are the 
most visible impairments. They can completely disrupt the individuals' 
performance of the most elementary skills, and lead to the loss of jobs, friends 
and family support (Wallace, 1993). "Anhedonia", a less visible symptom of
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schizophrenia makes individuals' generally indifferent to their major role 
functioning and makes them apathetic about improving it. Individuals with 
schizophrenia have impairments in the most basic cognitive processes including 
input, memory, and abstraction (Asamow, 1991). Such cognitive impairments 
seem to be the enduring 'markers' of a vulnerability to the illness (Wallace, 
1993).
Secondary impairments include the individuals' own reactions to their illness 
(and demoralisation of the reality of their illness), an altered misinterpretation of 
others and society in general may aggravate individuals' existing disabilities 
(Bachrach, 1992b). Society itself holds many stereotypes concerning mental 
illness (erroneous or not) and these beliefs can limit the individuals' access to 
opportunities for satisfying roles through stigmatisation of the illness. The more 
primary impairments and symptoms typically onset during adolescence, this fact 
in itself may inhibit the individual from learning the basic life and social skills at 
a critical stage of an individuals' development (Wallace, 1993).
Alongside these impairments are the disabilities that severely mentally ill people 
tend to have such as; poor life / social skills, isolation, poor physical health, and 
low independent living abilities (Bellack & Mueser, 1984). They are also more 
likely to be victims of crime (Spitzer et al., 1976). However, this approach again 
has its faults. Whilst they at first seem all encompassing, once one takes a 
deeper look , this approach fails to give a real focus for the rehabilitation 
programme. This approach seems concerned with only the negative aspects of 
the individual, and does not take their positive skills in to consideration. It would 
be not be surprising if the people involved in such a scheme (professional and 
clients alike) felt de-skilled and demoralised.
The ultimate goal of psychiatric rehabilitation is to help an individual "perform 
those physical, emotional, social and intellectual skills needed to live, learn, and 
work in the community with the least amount of support from agents of the 
helping profession" (Anthony, 1979). The goals of psychiatric include:
> Sustaining symptomatic improvement through medications and supportive 
psychotherapy; establishing.
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> Re-establishing full independent living skills and interpersonal supports 
through skills training, cognitive retraining, family psycho-education, and 
peer support.
> Helping the individual achieve access to resources, such as financial 
entitlements and other opportunities through case management and 
vocational rehabilitation (Munich & Lang 1993).
However, there are two crucial conditions that are vital if such psychiatric 
rehabilitation programmes are to be successful; that is that, firstly they are built 
using a client centred philosophy and tailored to fit each individual (Wallace 
1993). On a service level however, a client centred programme may better 
motivate the client but may suffer fragmentation and have difficulty mobilising 
resources (Munich & Lang 1993). Secondly, that this process is part of larger 
picture again detailing and addressing the pervasive disabilities of the more 
chronically ill individuals. Rehabilitation programmes must be made to be 
flexible in essence, as their population is far from homogeneous. Because of the 
nature of its population (rather a collection of subgroups, each with an individual 
set of impairments and disabilities) rehabilitation programmes must explicitly 
address such needs whilst designing individual programmes (Wallace, 1993).
Interventions for improving behavioural and cognitive skills include goal setting, 
focused instructions, modelling, behavioural rehearsal, prompting, social 
reinforcement, shaping successive approximations of desired behaviours, in-vivo 
practice of skills, and home work assignments (Munich 1993). The current 
models of treatment/intervention that we will now be discussing include social 
skills training (vocational rehabilitation), day hospital, psycho-education, 
supported / sheltered employment / vocational rehabilitation.
Social skills training is based on the ‘vunerability-stress-coping-competrence’ 
model (Neuchterlein et al., 1984). This model has been widely used by 
rehabilitation practitioners as a way of understanding symptoms and social 
functioning as the end result of a complex interaction between biological, 
environmental and behavioural factors such as the theoretical design structure for 
designing rehabilitation services. In this model symptoms and associated
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disabilities may occur when underlying psychological vulnerability factors are 
triggered (which is more likely in the absence of optimal anti-psychotic 
medications). Or alternatively, when stressful life situations exceed the persons 
individual coping skills, when the persons support network diminishes or 
weakens, or when coping and problem solving strategies atrophy through misuse, 
reinforcement of the sick role, or loss of motivation (Anthony et al., 1986).
The training itself involves the systematic application of behavioural learning 
techniques designed to help build an individuals' skills base that will help them 
gain the knowledge they will need to successfully participate in a community 
living lifestyle. These skills include; holding conversations, establishing & 
maintaining friendships, dating, managing medications & symptoms, grooming 
& self care (Libermann, 1992). Social skills’ training has gained widespread 
acceptance as an effective psychosocial rehabilitation strategy for dealing with 
psychiatric symptoms and disabilities.
Obviously skills teaching are somewhat of a cornerstone in psychiatric 
rehabilitation - but can skills actually be taught? Studies (Wallace & Liberman, 
1985, Wallace et al., 1993) have reported that mentally ill individuals can learn 
new skills and retain them over periods ranging from 2 months (Spencer et al.,
1983) to 1 year or more (Hansen et al., 1985, Holmes et al., 1984, Wallace et al., 
1992). However, teaching skills to mentally ill individuals is difficult and time 
consuming because of the illness cognitive impairments. Liberman et al., (1992) 
have already demonstrated that the levels of skills that schizophrenics' can learn 
to help them adjust to life in the community is determined by "rate limiting" 
functions of deficits in verbal memory and early visual processing of 
information. To counteract attentional impairments such as these, Mueser et al.,
(1991) suggest that new material should be presented slowly, repetitively and 
consistently. They also suggest that material should be presented in small chunks 
punctuated with numerous reviews.
The evidence has now shown us that skills can indeed be taught to people with 
mental illness but are these skills actually utilised and generalised to life outside 
of the rehabilitation programme? Benton & Schroeder (1990) do indicate that
63
Year 2 Academic chapter: What is psychiatric rehabilitation essay.
individuals do perform better in their own environments training that before, but 
generally not as well as they performed in their teaching environments. 
Although most studies do not measure the generalisation of skills teaching 
(Wallace, 1993).
However we must not fail to notice that the skills approach has some deficits of 
its own. By its own philosophy it admits to looking at areas where there are 
clearly defined skills or deficits - this is fine when we are considering mechanical 
tasks, but becomes problematic when one considers teaching of social rules or 
emotions (Conning, 1996). It has also forced the service to prioritise various 
factors inappropriately by not looking at the individuals more global pattern of 
relationships. This has lead the focus of the rehabilitation to areas where there are 
readily identifiable skill can be taught, even though the individual and family 
experience a difficult adjustment and recovery phase that is likely to last for 
many years (Tessler et al., 1979). This model also can be criticised as it tends to 
ignore the interaction between the person and their environment and how this 
factor interacts with that persons skills (Conning, 1996).
It has been argued that vocation or work, is a major force in most individuals' 
lives (Wallace, 1993). The importance of work and its central position in both 
our everyday lives and mental health has been clearly recognised through out the 
ages. Freud (1930) wrote " No other technique for the conduct of life so firmly 
attaches the individual to reality as laying emphasis on work; for work at least 
gives him a secure place in a position of reality, in the human community". 
Bellack et al., (1988) suggest that work provides shape, substance and personal 
rewards. Unfortunately, this force and its rewards are missing for the vast 
majority of people who are severely mentally ill. Although once these 
individuals (albeit those individuals whose illness is less severe & chronic) have 
entered a vocational rehabilitation scheme they can be taught vocational skills 
and work on a limited and supported basis (Wallace, 1993).
Brown & Basel (1988) characterise the vocational rehabilitation system for 
physically challenged individuals as time limited and well-standardised, with 
strong pressure on counsellors to achieve successful case closures defined as
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obtaining competitive employment that lasts at least 60 days with a few, if any, 
follow up services. Clearly, such a definition and system is not suited to people 
with mental illness who have persistent cognitive impairments, reduced 
motivation, unpredictable exacerbation’s of their symptoms, and take medication 
that controls their illness but may interfere with their job performance (Mint et 
al., 1992).
So, as work is clearly an important way of defining ourselves socially many 
flexible techniques have been developed to teach mentally ill individuals how to 
choose, get and keep a job. This variety and flexibility reflect the diversity in the 
individuals' capabilities and desires to work, however, these qualities are hidden 
by their common diagnosis and their general under employment. Bond (1992) 
has structured this variety in terms of 4 vocational rehabilitation models, which 
we will now discuss:
Firstly, Anthony and his colleges (Anthony et al., 1988; Anthony & Jansen,
1984) developed the Boston University Model which is described as best suiting 
younger, less disabled individuals for whom there are realistic long term career 
choices. This model emphasises the use of individual vocational rehabilitation 
plans. Each plan consists of:
> Specific job site & duties
> Specific skills and education needed
> An inventory of the individuals' current skills
> Teaching techniques to be used to increase the individuals' skills & 
education to the required level for the job
> The methods used to evaluate progress in acquiring the skills.
Other vocational techniques include "job club" (originally developed for people 
without mental illness) this focuses exclusively on teaching skills (such as filling
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out application forms and constructing resumes) to find a job. Again this 
technique is bested suited for less disabled individuals (Wallace, 1992). The 
supported employment model (originally developed for developmentally delayed 
individuals) maximises the skill - environment fit, and has excellent potential for 
all types of severely mentally ill individuals. The model emphasises a "get-keep" 
sequence of rehabilitation services; individuals are placed in competitive 
employment as soon as possible, and receive all of the support services needed to 
keep the job. The job is not one "owned" by the agency, but is obtained, as far as 
possible by the individual. The support services are neither time - limited nor 
delivered on a fixed basis. Services are delivered as often as individuals need or 
desire, at the actual job site consistent with the employers and individuals' 
preferences (Wallace, 1993).
However, the leap from transitional to competitive jobs may be so large in some 
programmes (Bond, 1992) that skills do not transfer even if they have been 
learned and well practised. Individuals' cognitive impairments reduce their 
abilities to use "key" elements of the skills they've learned and generalise them to 
new environments. Individuals' concrete thinking must be countered by 
explicitly helping them to adapt their skills to new environments.
The day hospital model enables an individual to attend a setting from which they 
could return home at the end of the day and is clearly an essential component of 
any support system (Holloway, 1988). This model has its roots firmly based in 
the 'medical / cure' model. That is that the individual with mental illness follows 
a four-stage framework:
1. Pathology
2. Impairment
3. Disability
4. Handicap
That is psychiatrists (and the wider medical professions) work on the premise 
that the psycho-biological abnormalities in the nervous system that produce 
deficiencies in the cognitive, attentional, and autonomic functions and in
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regulation of arousal and information processing represent the pathology or 
disease state (Liberman, 1988). Individuals who attend such hospitals receive 
the same types of treatment as in the full time hospital, but with an emphasis on 
work (Lamb, 1994). However, this approach is not with out problems. Despite 
mental health professionals’ efforts, the individuals disabilities may still remain, 
so there is little absolute cure success rate. Secondly, that cure models do not 
have the wider, more global perspective of other approaches and give little 
guidance as to how an individuals' functioning can be optimised and maintained. 
Lastly, that when an individual is not cured, they may suffer a great deal of 
demoralisation and sense of hopelessness (Conning, 1996).
Populations of clients for these hospitals are drawn from people who are in crisis, 
for people whom would otherwise be hospitalised on an inpatient basis. Such as 
inpatients from long-term hospitals who are discharged on the premise that they 
continue all day treatment at a day hospital. And those who do not need in­
patient treatment but are at risk without day treatment intervention and those who 
have lived in the community but have regressed and need rehabilitative 
interventions but not within an in-patient setting (Lamb, 1994).
Psycho-education has recently been recognised as a useful tool where dealing 
with families of people who have schizophrenia is concerned (Lamb, 1994). 
Mental health professionals impart specific information to family members, often 
in a small group setting, about the illness and ways of coping with its 
symptomology (Spaniol et al., 1992). Techniques vary but practitioners use most 
of the following elements. Families are specifically told that there are no 
scientific data to suggest that schizophrenia is caused by childhood upbringing or 
family interactions. Biochemical and genetic theories are outlined in a manner 
comprehensible to the families. Visual aids and clearly written handouts are 
used to augment discussion. Families are also given information to help them 
understand and support the medication regime that their family member may be 
following.
Other issues covered in this type of education are around family members 
leading independent lives and teaching them how to create barriers to over 
stimulation by setting the individual realistic goals within reasonable time limits
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(Lamb, 1994). This type of intervention is vital to the family of a mentally ill 
person as few families' are prepared to deal with such traumatic changes, 
especially when these changes are precipitously forced upon them (Hatfield, 
1987, Spaniol, 1992, Terkelson, 1987). Spaniol et al., (1992) suggest that the 
family has important role to play in the following areas:
> Teacher/educator.
> Advocate (Berheim, 1987, reports that families want to be seen as partners in 
the psychiatric rehabilitation process and advocacy is the way to shift the 
balance of power between the families and the professionals).
> Researcher & subject.
A question we have yet to discuss is whether there are any differences in terms of 
outcomes in psychiatric rehabilitation in terms of gender. Cook (1994) suggests 
that a significantly higher proportion of women than men are able to achieve 
residential independence when the outcome assessed is living in "normal" (i.e. 
commercial) community housing. Although there is no difference at the start off 
rehabilitation, a higher percentage of women are living independently by the time 
of program termination; this difference continues for at least 6 months after the 
end of rehabilitation services. Cook offers us the following explanations for these 
differences. Firstly that the later age of onset of mental illness for women (Male 
onset starts earlier during their 20's & 30's, as opposed to females who are 
typically hospitalised for the first time during middle age) may provide them 
with greater opportunities to learn domestic skills before becoming ill. Thus 
residential rehabilitation for women may involve relearning of independent 
living skills acquired before the illness, where as for men it involves the first 
time skill acquisition that is presumably more difficult. Related to later onset is 
the frequent finding of better pre-morbid functioning among women than men 
(Bennet et al, 1987; Loranger, 1984). Also, women with severe mental illness 
are more likely than men to have married and bom children (Mowbray et al., 
1992) and to have attained higher levels of education (Test et al., 1982) before 
coming ill.
Women may have greater success where psychiatric rehabilitation is concerned, 
but the also face numerous barriers to even entering the rehabilitation services.
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Women's more limited financial resources and economic vulnerability may be a 
barrier to obtaining commercial housing (Russo, 1990). Also, disabled women's 
poorer work histories mean that they receive less generous benefits from the state 
(Thurer, 1982). Alongside this, disabled women's lower employment rate means 
that they bring fewer financial resources for other reasons such as child acre 
(Cook, 1994). Regardless of a clients gender though, the importance of degree of 
functional impairment is evident in the strong effects of global functioning on 
residential status. Clients with the higher functioning levels at the time they 
ended rehabilitation services were more likely to be living in normal housing 
with out supervision at follow up (Cook, 1994).
To summarise then, psychiatric rehabilitation seems to be an eclectic approach 
drawing from the principles and practices of several disciplines. The process of 
psychiatric rehabilitation is grounded in the basic philosophy that people need 
skills and supports in order to fulfil the demands of their living, learning, 
working and social environments (Farkas & Anthony, 1989). From person 
centred therapy (Rogers, 1951) comes the emphasis of the importance of the 
empathetic relationship and the values of client choice and involvement. Other 
contributions come from behavioural psychology in both skill assessment and 
specific techniques for skill acquisition and utilisation. Increasing skills and 
finding supports are key to enabling people with psychiatric disabilities to 
function more effectively with more satisfaction in their living, learning, working 
and social environments. This process can be seen as breaking down into three 
phases: diagnosis, planning & intervention (although as we have discussed, these 
are simple terms for a complex and time-consuming process).
Future approaches may do well to incorporate ‘skills’ approaches with other 
approaches such as those driven by what the client needs, rather than what they 
can not do. Alongside an approach that takes Wolfsbergers' social role 
valorisation stance of taking the mentally ill individual out of the tradition 'sick 
role' may provide us as a profession with a global, newly evolved approach to 
psychiatric rehabilitation.
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Summary of clinical experience.
Purpose of summary:
To illustrate breadth of clinical experience gained from the four core placements 
and two specialist placements completed.
Core Placement 1: Adult Mental Health
Trust: St. Heliers’ NHS Trust.
Supervisor: J. Rigby
Summary: This first placement provided a wide range of clients (n=12) with
a variety of ages, genders and a range of psychological 
difficulties.
These included: Panic disorder (with agoraphobia), 
Neuropsychological assessments (3x, for; ? senile dementia, 
review of cognitive abilities following stroke, and ? cognitive 
functioning), Eating disorders, depression, relationship issues, 
habit disorder, O.C.D / vomit phobia,
? post traumatic syndrome disorder & postnatal depression.
Additional experience:
Visits / discussions of models with clinical psychologists from the following 
departments; Long term adult mental health, services for older adults, 
neuropsychology, HIV services, pain management, acute mental health problems 
and observation of ECT treatment.
Core Placement 2: Learning Disabilities
Trust: Boumewood NHS Trust
Supervisor: R. Roach & D. Thomas - Bawa
Summary: This placement provided a wide range of clients (n= 10) with
differing ages, genders and presenting psychological needs.
These included:
Challenging behaviours, behaviour management problems, 
aggression, anxiety, phobias, cognitive assessments, generalised 
anxiety disorder, and obsessions
Additional experience:
This placement also provided me with the chance to gain some teaching 
experience which enabled me to develop skills in the selection of material for 
presentation and the ability to deliver psychological ideas to other professionals. 
I also reviewed a dementia screening assessment package and suggested changes 
in format, questions and presentation order (all of which were taken up for the 
end product).
Core Placement 3: Child, Adolescent & Family
Trust: Kingston & District NHS Trust
Supervisor: S. Waugh, G. Bell, H. Morgan, A. Komer
Summary: This placement provided a wide range of clients (n=13), with
differing ages, genders and psychological needs. These included: 
Phobias, psychogenic pain, behavioural problems, ADHD, 
encopresis,
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? learning disabilities, chronic motor tic, school refusal & 
bereavement.
Additional experience:
Teaching / skills transmission: This placement provided me with a chance to 
participate (as a group leader -  part didactic, part support group) in an encopresis 
/ enuresis / sleep workshop. Reports via parental feedback suggest that the 
session was helpful. I was also able to present a departmental seminar on my 
second year research (Cystic Fibrosis and illness representations in families).
Organisational work: I carried out an audit of referral skills and G.P’s 
understanding of referral issues.
Research: Whilst on this placement I carried out my second year small scale 
research and research on placement - Cystic Fibrosis and illness representations 
in families.
Meetings & Visits: Whilst on this placement I visited / attended: a school nurse, 
an encopresis clinic, an ADHD clinic, a network meeting, a paediatric Cystic 
Fibrosis clinic, a joint meeting with clinical psychologists and educational 
psychologists and weekly team meetings.
Training: Whilst on this placement I attended a brief solution based therapy 
training day.
Core placement 4: Older Adults
Trust: Heathlands NHS Trust
Supervisor: Z. Bobic
Summary: This placement provided a wide range of clients (n= 10) with
differing ages, genders and presenting psychological needs.
These included: Depression, dependency & disability issues,
health issues (i.e. coping with cancer), bereavement, ? learning 
disability, anxiety, pain management, dementia / grief work, 
OCD, panic attacks & cognitive assessments.
Additional experience:
Teaching / skills transmission: “ How to deal with difficult clients” workshop 
(facilitator).
Research: I was involved in gathering data for a new anxiety and depression 
scales (the Bobic Depression and Anxiety Scales).
Meetings & visits: Attended psychology department, CMHT team meetings and 
older adult SIG meetings.
Other experience: I was able to join in with a peer supervision group and planned 
and carried out a reminiscence group on a weekly basis for 10 weeks.
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Specialist placement (spilt) 1: Neuropsychology / Pain management
Trust: St. Heliers’ NHS trust
Supervisor: N. Blake
Summary: This placement provided a range of clients (n= 7) with differing
ages, genders and presenting psychological needs. These
included: Memory difficulties, panic attacks, anxiety, alcohol 
abuse, epilepsy, amnesia following ruptured aneurysm, head 
injury, Alzheimer’s dementia & herpes encephalitis.
Additional experience:
Meetings & visits: I visited / attended the following: physiotherapists at the 
‘neuro-gym’, neuropsychological assessment in inpatient acute wards.
Other: I had experience of organising work across two placements, following a 
client across three services and attending team, goal planning and discharge 
meetings regarding that clients’ needs.
Trust: St. George’s’ NHS Trust
Supervisor: K. Fisher
Summary: This placement provided a wide range of clients (n= 11) with
differing ages, genders and presenting psychological needs.
These included chronic pain issues such as: Thalamic pain, knee 
pain, fibromyalgia pain, osteoarthritis pain, whiplash injury, pain 
from an operation, sub-arrachnoid haemorrhage, cervicodemic 
pain, headache and backpain following a CVA.
Additional experience:
Was able to learn to use various psychometric tests regarding health and pain: the 
GHQ, Owestry back pain questionnaire, the Pain and Disability Index, the BDI 
and the Pain and Impairment Relationship Scale.
n  j
Teaching / skills transmission: Gave presentation on 2 year research “Cystic 
Fibrosis and illness representation in families”.
Organisational work: Carried out psychometric tests re pain at assessment and 
final sessions to monitor degree of success of treatment.
Research: 3rd year research on expressed emotion and pain behaviours in
families completed whilst on this placement.
Specialist placement 2: Adult Mental Health / Serious Mental Illness
Trust: Kingston & Community NHS Trust
Supervisor: L. Estall & S. Wollett
Summary: This placement provided a wide range of clients (n= 10) with
differing ages, genders and presenting psychological needs. 
These included: Anxiety, Depression, PTSD, bereavement, 
childhood sexual abuse, rape, somatic complaints, morbid 
jealousy, borderline personality disorder, self harm, cognitive 
assessment following suicide attempt, and schizophrenia.
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Additional experience:
I have been able to practice with supervision of differing models in this 
placement, has offered me the chance to experience systemic, schema focussed 
and dialectic behavioural models.
Training events: Attended a schema focussed therapy training day whilst on this 
placement.
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Core placement: Adult Mental Health
Placement dates: June 1995 -  March 1996
Supervisor: Janice Rigby
Placement location: St. Heliers’ NHS Trust,
Sutton Hospital, 
Cotswold Rd,
Sutton.
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St. Helier NHS Trust:
Clinical Psychologist in Training: Susan Childs 
Supervisor: Janice Rigby
Aims of placement:
1. To Provide exposure to adult mental health practice in the trust.
2. To develop an understanding of the roles of clinical psychologists within the 
trust.
3. To develop a basic competency in formal psychological assessment with this 
client group.
4. To develop a basic competency in the provision of psychological therapy in 
adult mental health.
5. To develop skills in effective interaction with other members of the trust.
Experience:
That the trainee should;
1. Have experience of CBT and individual person centred therapy with a 
number of clients referred to the CMHT. This is to include (if possible) an 
anxiety problem, a phobic individual, an individual of an ethnic minority, a 
family/marital issue, a personality disordered individual and a person with 
depression (aims 5 & 6).
2. Have experience of psychological assessment in terms of neuropsychological 
testing and others if possible (aims 3 & 5).
3. Have experience of facilitation of group work or staff teaching (aims 1 &2).
Induction:
The Trainee should spend some time (it is suggested that this time be half a day)
with:
A GP, Psychiatrist, Social Worker, Community Support Worker, Physiotherapist,
Occupational Therapist and Team Manager.
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Education;
Attend at least one meeting of:
>  The Trust’s Mental Health Psychologist’s meeting and subsequent 
professional development event (aim 2).
> Locality team meeting.
> Locality operational policy meeting (aim 6).
> Case conferences as part of shadowing other staff (aim 1).
> Teaching session as Sutton Hospital (aim 2).
Supervision:
Supervision with Janice Rigby for 2 hours per week.
Study Leave:
One placement afternoon per week.
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Case report summary 1: Adult Mental Health
A case report of a 55-year-old man with a hand biting disorder. 
Treated with a short behavioural programme.
AH identifiers have been removed or altered.
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Case report summary 1: A 55-year-old man with a hand biting disorder. 
Treated with a short behavioural programme.
Reason for referral:
AB was referred to the psychology department by the psychiatrist on a local 
CMHT.
Presenting difficulties:
AB’s symptoms had many implications for his life, including reduced ability to 
socialise, carry out his duties at work and intra-personal difficulties with family 
members.
Assessment:
AB’s current psychological state was assessed via a standard assessment 
interview.
Formulation:
AB’s reported difficulties were formulated within a behavioural framework, and 
an antecedent, behaviour, consequence chart was compiled. It was observed that 
it was when AB had not been drinking or smoking marijuana that he would bite 
his thumb or punch himself in his face.
AB met all DSM-4 criteria for a diagnosis of stereotypic movement disorder -  
that is that his hand biting was seemingly driven and a non-functional behaviour. 
That these behaviours interfered with AB’s normal activities and resulted in him 
sometimes requiring medical treatment for his inflicted injuries and that his 
behaviour was not accounted for by a compulsion. Further to these, that his 
behaviours were not due to substance abuse or a medical condition and that the 
behaviour had persisted for more than 4 weeks.
Intervention:
This was provided using a habit reversal programme. This programme aimed to 
help AB to:
1. Be aware of his habit and its triggers and consequences.
2. To find a competing response to the habit and practice this response.
3. To aid AB to control his habit and its motivation
4. That the previous 3 items became generalised into AB’s behaviour.
Outcome:
AB was difficult to engage in therapy and he found it extremely difficult to 
challenge his hand-biting habit. AB also had great difficulties with the 
suggested intervention as he reported that he had increased his marijuana I intake 
and this stopped him practising the programme following an ‘attack’.
After reviewing AB’s progress and seeing AB for 2 sessions, it became apparent 
that AB’s frequent violent ruminations suggested a more in-depth, long-term 
problem. The Padua Inventory was administered and gave an indication that AB 
was a strongly rule-governed individual, who had strong obsessive- compulsive 
tendencies. His highest scores (above the general population) were for impaired 
control over mental activities and checking behaviours. AB was re-referred to
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the CMHT psychiatrist due to the nature of his obsessive and violent 
ruminations.
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Core placement: Learning Disabilities
Placement dates: 
Supervisor: 
Placement location:
St. Peters Hospital,
April 1996 -  September 1997
Rosamund Roach & Dawn Thomas - Bawa
Boumewood NHS Trust,
Boumewood House,
Chertsey.
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Supervision contract for Learning Disability Placement 
at Boumewood NHS Trust
Psychologist in training: Susan Childs
Supervisor: Dr Rosamund Roach.
1. Introduction to services available for people with learning disabilities.
(a) Time spent observing the work of the following professionals: Speech 
Therapy, Occupational Therapy, and Consultant Psychiatrist.
(b) Time spent talking to Physiotherapist and Music Therapist about their roles.
(c) Experience of observational shift working in behavioural unit.
(d) Observational experience of:
A home for people with severe learning disabilities and physical handicaps. 
A home for people with mild learning disabilities.
(e) Visits to several day centres for people with learning disabilities / and adult 
education service for people with learning disabilities.
2. Assessment of clients with learning disabilities.
Intellectual assessment:
• To be introduced to a range of ways of assessing cognitive functioning 
including Ravens Progressive Matrices, The Leiter, and the WAIS-R and 
possibly other intelligence and frontal lobe tests (if the opportunity 
arises).
• To make full comprehensive assessment of a clients’ cognitive 
functioning. To include tests of intellectual functioning, memory, and 
frontal lobe pathology.
Assessment of adaptive skills:
• To be introduced to a range of different assessment tools.
• To be involved in the assessment of clients using two different tests.
Assessment through clinical interview:
• Use of questionnaires and videotaped role-plays as appropriate.
3. Exposure to work with clients:
• Different ages and / or stages of life cycle: Adolescents, Young adults, 
middle age & older people.
• Different cultural and / or ethnic backgrounds.
• Differing levels of functioning: Mild, Moderate, Severe, Profound &
multiple handicap.
Problem areas:
Susan will work with at least 1 client on a 1:1 basis. Interventions to include:
I. One of the following: Assertiveness training, problem solving, anger or 
anxiety management.
II. Skills training.
III. Behavioural problem management.
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4. Teaching:
Susan will be involved in teaching staff who work for the Community Team for 
people with learning difficulties. Susan will prepare a seminar for the 
psychology department on Williams’ Syndrome.
5. Supervision:
Susan will have a minimum of one and a half-hours of supervision each week 
with her main supervisor and a minimum of 3 hours contact with supervisor each 
week.
It is expected that supervision will cover discussion of the following:
• Clinical work.
• Academic issues.
• Organisational issues.
• Emotional impact of the work.
Method of supervision:
• Presentation of work.
• Direct observation of trainee.
• Possible use of video and audio-tape material.
Signed:
Susan Childs 
Clin. Psychologist. 
In training.
Dr Rosamund Roach 
Chartered Clin. 
Psychologist.
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Case report 2: Learning Disabilities
An assessment of a 34 year old man with mild to moderate 
Learning disability who demonstrates behavioural difficulties.
All identifiers have been removed or altered.
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An assessment of a 34 year old man with mild to moderate Learning 
disability who demonstrates behavioural difficulties.
Reason for referral:
David was referred to the psychology department by the nursing manager of the 
secure ward that he lived in. He had be continually teasing other clients, 
assaulted other clients and staff, over-used repetitive speech and destroyed 
furniture and fittings in the unit. The results of this assessment were to be used to 
help both David and the ward staff find a more effective way of communicating.
Pre-Assessment:
A functional analysis was carried out to try and link David’s behaviour with his 
social environment. Information was gathered from previous: medical notes / 
nursing diaries, psychometric assessments (David had previously received full 
psychometric testing) and interviews with staff.
Assessment:
Antecedent-Behaviour-Consequence charts were supplied to staff for completion 
over 1 month. Secondly, direct observations were carried out using a time 
sampling method. Lastly, David’s key-worker completed a ‘Hampshire 
Assessment for Living with Others’ to outline David’s skills and needs around 
the ward.
Formulation:
David lived most of his life within a hospital and therefore developed very 
institutionalised behaviours. Consequently, to get his needs attended to; David 
has developed ‘undesirable’ behaviours in an affect to gain attention. David was 
able to wander freely around the grounds of the hospital for many years, which 
meant that his behaviours were seen as manageable as he was most often out of 
staff sight. David’s behaviours only became a problem when he could not 
wander around freely. He then became increasingly frustrated and his only 
method of expressing these emotions was though the anti-social behaviours 
reported the ward staff.
Intervention:
Work with the staff of the ward involved:
1) That David would be offered a regular change of activity on days that he did 
not have an outing away from the ward (to be done on a regular basis).
2) That guidelines for maximising positive communication (from the speech & 
language department) were followed.
3) That David had an differing activity chart for each week until he was settled 
within the community.
4) That David had at least one outing from the ward each day.
Evaluation:
Following a change in David’s medication his target behaviours decreased 
significantly. His charts also displayed that David’s target behaviours increased 
if David was told that he would be going somewhere that he liked. This fact 
was explained to the staff in terms that David’s repetitive speech was most often 
a reaction to impending positive events.
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Core placement: Child, Adolescent & Family
Placement dates: April-September 1997
Supervisor: Sarah Waugh, Georgina Bell, Hillary Morgan,
Allison Komer.
Placement location: Department of Child Psychology
Surbiton Hospital.
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Kingston and District Community NHS Trust
Susan Childs -  placement contract 
October 1996 -  March 1997.
Aims:
To gain clinical experience of children, adolescents and their families to develop an 
understanding of the contexts in which they live. To develop skills in assessment, 
psychological formulation, and to be able to select and implement appropriate 
interventions. To start to develop skills working in an systemic model. To develop 
an understanding of the professional systems and procedures in working with children 
and young people.
Objectives:
■ To observe work with children, young people and their families to develop an 
understanding of their needs.
■ To gain an understanding of the network of professionals and other carers 
involved in working with young people and the implications of this for the role of 
the clinical psychologist.
■ To observe and work with others working directly with young people.
■ To gain an understanding of possible ways of developing services for this client 
group by observation of and discussion with others involved in this process.
Clinical Work:
■ To develop interviewing skills with children, young people and their families.
■ To have direct experience of working clinically over a period of time with up to 
10 children and their families.
■ To be part of a clinical team of psychologists working with children, young people 
and their families using a systemic model of therapy.
Observation and Indirect work:
■ Visit other professionals and volunteers working with young people e.g. Four 
Oaks Adolescent Resource Centre.
■ Visit the educational psychologists and discuss issues of difference between 
educational and clinical psychology.
■ Observation of supervisors and other members of the psychology team in clinical 
work and other professional activities, e.g. case conferences.
■ Where relevant attend network meetings.
■ Attend meetings with health visitors and school nurses.
■ To allocate time to reading material in relation to clinical work on placement.
Teaching / training:
■ To participate in a training exercise that involves a multidisciplinary approach and 
parents of children with special needs.
■ To present a seminar topic to the psychology department.
■ To participate in a training day on ‘brief solution based therapy’
92
Year 2 Clinical Chapter: Child, Adolescent & Family
Professional:
■ To attend weekly supervision.
■ To attend speciality meetings and departmental meetings.
■ To keep accurate and up to date records of clinical work.
Timetable:
It has been agreed that Susan will on Wednesdays carry out client work under the 
supervision of Alyson Komer in the areas of cognitive testing and one other case (a 
simple phobia).
On Thursday mornings, Susan will have clients under the supervision of Georgina 
Bell and will cover areas such as behavioural difficulties, sleep and school issues.
Thursday afternoons will be spent under the supervision of Hillary Morgan at the 
children and adolescent encopresis clinic. Susan will have the opportunity to take on 
two clients individually and will be able to attend team discussions and meetings as 
well as directly observe the clinical psychologist and other team members.
Friday mornings Susan will attend Kingston Hospital Children’s’ outpatients and the 
opportunity to take on two clients from the paediatric health psychology unit.
Susan will have the opportunity to actively participate in the choice of clients, age and 
problem range. As well as participating in any training / teaching that is available to 
the team.
Supervisor: Trainee
Sarah Waugh. Susan Childs.
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Case report summary 3: Child, Adolescent & Family
A case of childhood encopresis and bereavement.
All identifiers have been removed or altered.
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A case of childhood encopresis and bereavement.
Reason for referral:
Mark (a 6yr old boy) was referred to the Paediatric and Adolescent Constipation and 
Encopresis clinic (P.A.C.E) by his family G.P regarding soiling behaviours.
Assessment:
Patients at PA.C.E are assessment on a multidisciplinary team basis, so the family 
were seen by the consultant community paediatrician, the paediatric community 
nurse, the paediatric dietician and a clinical psychologist.
Information was gathered from;
• A clinical interview: comprising of a detailed health related history and medical 
examination, a dietary history and psychological history.
• Use of community clinical notes (e.g. previous health reports).
• Detailed psychological interview without the team present.
Presenting concerns:
• That Mark was soiling everyday.
• That there was something physically wrong with Mark (as he was still soiling at 
quite a late stage in development).
• That Mark had tried to hurt himself when told off for soiling
• That Mark seemed depressed and often described that he wished he was dead.
The psychological interview revealed that Mark had only really developed heavy 
soiling within the last couple of years. Marks mother reported that they tried using 
star charts but that interest had quickly waned. Towards the end of the assessment 
Marks mother mentioned that her husband (Marks’ father) had been involved in a car 
accident and left partially disabled as he had sustained damage to his spinal cord.
Formulation:
Due to Mark’s primary encopresis, ‘sensitive’ personality and inconsistent parenting 
style, Marks soiling had continued well into his childhood development. Marks’ 
soiling behaviours had been precipitated by both his fathers’ accident and a 
breakdown of family communication in the months following this event due to his 
father suffering an onset of depression.
Systemic formulation:
Initially Mark’s soiling was maintained by a lack of parental organisation around his 
toileting routine. It may also have been maintained in part by his involvement in 
bulling and being bullied at school, as he may have felt unable or afraid to use the 
school toilets. Due to Marks’ fathers accident, his parents marriage had come under a 
great deal of strain and this lack of open communication served to create an 
atmosphere within Marks' family unit that inhibited a verbalisation of Mark’s feelings 
about his fathers’ accident and any of the later problems that arose.
The team agreed that Mark should be seen on a 1:1 basis by the clinical psychologist 
as the soiling seemed to be functional rather organic.
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Intervention:
1. Mark and his mother were given access to the P.A.C.E team dietician who 
suggested that Mark needed to increase his daily fluid intake, to help him prevent 
constipation.
2. Marks’ mother was reassured regarding the nature of primary and secondary 
encopresis (i.e. that toilet routines can usually be re-established). That in problems 
such as these, that blame is unhelpful and that change would not be instantaneous 
and that Mark may relapse whilst in therapy.
3. General educative advice was given as to the nature of soiling -  i.e. that it was due 
to a break down in the S-R pathway of the sensation of a full rectum.
4. Mark and his mother were encouraged to keep recording charts of successful 
bowel actions and ‘positives’ were to be praised.
5. That Mark was to complete a life storybook whilst in sessions in which he could 
explore his feelings about his fathers’ car accident and express his feelings of loss 
in a positive, open manner.
Outcome:
Marks soiling behaviours once targeted and recorded diminished quickly. Marks’
mother reported that the life storybook helped Mark to talk about his worries and
concerns about his father.
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Core placement: Older Adult
Placement dates: September 1997 -March 1998
Supervisor: Z. Bobic
Placement location: Department of Older Adult Psychology
Heathlands NHS Trust
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Heathlands 
Mental Health NHS Trust
Cedar House 
Ridgewood Centre, Old Bisely Road 
Frimley, Camberley, Surrey GU16 5QE
Honorary Contract of Employment -  Older Adult
Placement.
Dates: 16th April -  25th July.
Between: Susan Childs (Clinical Psychologist in training) and Dr Z. Bobic 
(Chartered Clinical Psychologist).
Site: Heathlands NHS Trust, Community Mental Health Team (Older 
Adults) Cedar House at the Ridgeway Centre.
Identified working days: Wednesdays, Thursdays & Fridays (Every other
Friday serving as a reading day).
Function of placement:
It is hoped that the older adult placement will provide the trainee with
experience in the following areas:
> To gain a realistic view of older adulthood and the range of experiences of 
older adulthood.
> To clarify and challenge assumptions and prejudices about ageing and how 
these interact with other prejudices.
> To consider models and strategies for enabling constructive therapeutic work 
to be carried out and to determine appropriate therapeutic goals with such a 
client population.
> To draw similarities / differences between the older adult population and 
other clinical client groups and the implications of these upon therapy.
> To make the trainee aware of the personal impact that working with such a 
client group may have and facilitating construct self protection for depression 
and pain.
> To make the trainee consider the issues of mortality, dependency, disability, 
gender and ethnicity and their relevance for older people.
> To familiarise the trainee with services available and provided for the older 
adult population and to become able to differentiate between those that 
enhance psychological well being and those that work against it.
> To be able to participate and work as a team in order to effectively meet the 
complex and diverse needs of this client group._________________________
98
Year 2 Clinical chapter: Older Adult.
Induction:
Susan will set aside the first two weeks of placement to familiarise herself with 
Cedar House (where the office is based) and the staff both at both Cedar house 
and on the CMHT. Susan will spend half a day discussing service and mental 
health issues with the team, Community Psychiatric Nurse, Physiotherapist, 
Occupational Therapist and Community Consultant Psychiatrist. _____
Experience required from placement:
1. Client Group:
> It is expected that Susan will see clients from the ages of 65 and above.
> Susan should take on (where possible) approximately 10 independent 
treatment cases. These should include psychometric assessment cases.
Susan needs to participate in facilitating some group work to fulfil course 
requirements.
> It is also hoped that Susan will be able to observe Dr Bobic and undertake a 
number of assessments that may not lead to treatment.
> Where possible, Susan should see an appropriate mix of both male and 
female clients.
> It is hoped that Susan will have contact with at least one client from a 
different cultural background. Such contact should ideally be assessment and 
/ or treatment, but if this is not feasible then it would be helpful is Susan 
could observe others’ work, case discussions etc.
Client Work:
It is hoped that Susan will have direct experience with the problem areas 
described below:
> Depression in old age.
> Dementia.
> Adjustment / adaption difficulties as a result of dependency and / or 
disability.
> Mortality.
> Strokes.
Settings:
It is hoped that Susan will have the chance to observe or discuss a case, which a 
colleague is treating. Also Susan would like to visit the service available and 
where possible meet the users of this service.____________________________
Supervision:
Susan will have regular supervision (of at least one and a half-hours) with Dr 
Bobic on Thursday afternoons at 2.30pm.____________________________
Standards:
It is expected that Susan will be able to access the following facilities:
> Office accommodation
> Client rooms
> Secretarial support______________________________________
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It is also hoped that Susan will have access to the general library facilities, audio 
and video equipment, computing equipment and reading materials.
il|lfe8lillllBB§^^
(Clinical Psychologist in Training) (Chartered Clinical
Psychologist)_____________________________________________________
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Case report summary 4: Older Adult
A clinical case report of an Older Adult presenting with 
Generalised Anxiety Disorder somatised as chronic lower leg,
cranial and hip pain.
All identifiers have been removed or altered
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A clinical case report of an Older Adult presenting with 
Generalised Anxiety Disorder somatised as chronic lower leg, 
cranial and hip pain.
Reason for referral:
Mr Smith (pseudonym) is a 71 year old married man, referred to the service by 
the community psychiatric nurse. He was reported as feeling low and depressed.
Assessment:
Assessment was carried out via clinical interview and completion of an anxiety 
questionnaire. Results of this assessment suggested that Mr Smith was highly 
anxious.
History & presenting concerns:
Mr Smith described himself as a person who had worried all his life. His 
employment history was one of a man who had joined the army at a young age to 
get away from his parents’ rural lifestyle. He married at the age of twenty-four 
and the couple had two children. Approximately twenty years later (at the time 
that their children left the parental home) Mrs Smith became severely depressed. 
Mrs Smith did not want her family to know of this and the burden of this secret 
became a great source of worry for Mr Smith. Mr Smith himself reported his 
concerns as being worry that he too was depressed and reported ‘moving pains’ 
that moved around his body starting at in his left lower leg and moving from 
there to his hips and his head. Mr Smith had received many investigative 
procedures for these pains -  all test results were returned as negative. In terms of 
what this assessment yielded, Mr Smith met all diagnostic criteria for 
Generalised Anxiety Disorder [G.A.D.] (as suggested by DSM -  4).
Formulation:
Several factors made Mr Smith vulnerable to generalised anxiety. That was that 
he displayed personality traits of an anxious individual. Mr Smith also had 
biological vulnerability factors, that is he had a stenosis of the artery in his right 
leg and had suffered with ‘pains’ for approximately 5 years. He had a family 
background of severe depression and had recently suffered a breakdown in 
communication with his wife. The onset of G.A.D was precipitated by this 
breakdown of communication with Mr Smiths’ wife, leaving Mr Smith 
experiencing confusion and anxiety. Mr Smiths’ G.A.D was maintained by two 
factors; firstly by the fact that his physical illness and pain that enabled Mr Smith 
to avoid confrontation with his wife. Secondly, by focussing on his pains, Mr 
Smith could avoid having to deal with his state of generalised anxiety.
Intervention:
A combined cognitive -  behavioural treatment was chosen to treat Mr Smiths’ 
anxiety and the model used focussed on how cognition’s could influence pain 
levels and how behavioural techniques such as relaxation and increased gentle 
exercise could possibly distract / decrease pain levels.
Outcome:
Due to the intervention, Mr Smith was given the opportunity and was able to 
acknowledge that his pain was ‘real’ and by understanding how stress and the 
environment interacted, that he could control his levels of pain. By the end of
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treatment Mr Smiths’ recorded pain levels had dropped from 90% to a 
manageable 20 -  30%.
Year 3 Clinical chapter: Specialist Placement -  Neuropsychology & Pain (Spilt placement).
Specialist placement (Spilt): Neuropsychology / Pain 
Management.
Placement dates: April-September 1998
Neuropsychology
Supervisor: Noelle Blake
Placement location: Adult Psychology
Sutton Hospital
Pain Management 
Supervisor: 
Placement location:
Keren Fisher
The Wolfson Medical Rehabilitation Centre 
Atkinson Morley’s Hospital.
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Clinical psychology trainee contract for the WMRC.
1. Experience:
The aim of the placement is to provide an opportunity to apply psychological 
formulation and treating problems in the context of physical disability and 
rehabilitation. The trainee should expect to gain experience in understanding the 
psychological variables in pain and disability and using appropriate psychometric 
techniques and attending multidisciplinary meetings. Experience will also be 
offered in cognitive behavioural and goal planning approaches to the 
management of pain and disability.
2. Specific objectives:
The trainee will be expected to gain skills in the psychological formulation of 
physical problems and to evaluate appropriate psychometric techniques such as 
the McGill Pain Questionnaire and disability scales. The trainee will also be 
expected to gain experience in managing problems of chronic pain and physical 
disability from the psychological perspective both during inpatient and outpatient 
phases of treatment. These will involve relaxation and imagery training, goal 
planning and cognitive approaches.
3. Supervision:
The trainee will have one formal session of supervision per week at an agreed 
mutually convenient time. In formal supervision should be available as 
necessary.
4. Department Liaison:
The trainee will have the opportunity to visit other departments involved in the 
care and rehabilitation of patients with musculo-skeletal disorders. These may 
include physiotherapy, occupational therapy, and pain clinic medical 
consultations if required.
5. Teaching:
The trainee will be given the opportunity to participate in teaching other 
disciplines wherever possible.
6. General:
The trainee will be invited to observe the supervisor in all appropriate aspects of 
work including assessment and treatment of patients and discussion with other 
colleagues. The trainee will also participate in departmental meetings as 
appropriate. The trainee will act as the supervisor’s representative where 
appropriate and following prior agreement.
Name of trainee: 
Name of supervisor: 
Agreed days:
Start date:
End date:
S.Childs
K.Fisher
Wednesday / Thursday / Friday 
10th November 1997 
3rd April 1998
Signed
Signed
(K.Fisher)
(S.Childs)
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Clinical Placement in Neurology:
Psychologist in clinical training: Susan Childs
Clinical Supervisor:
Clinical Neuropsychologist.
Noelle Blake,
Placement Dates: 22nd October -  April 22nd.
Placement objectives:
1.1 Susan will gain experience in providing a clinical neuropsychology service to 
adults with a range of neuropsychological difficulties.
1.2 The placement will mainly provide experience in diagnostic assessments, 
advice regarding management of neuropsychological difficulties and short­
term therapeutic interventions as appropriate.
1.3 Susan will work mainly in an outpatient service, through the placement will 
also provide experience of assessment and rehabilitation planning with 
inpatients when the opportunity arises.
1.4 Susan will develop competence in the selection, administration and 
interpretation of neuropsychological assessment techniques, and use these 
tools in a clinically meaningful way to formulate clients’ problems and 
advise on meaningful interventions as appropriate.
1.5 Susan will gain experience in working and basing with other professionals’ 
colleagues in the neurology speciality (i.e. doctors, physiotherapists, O.T’s, 
speech therapists & social workers).
Specific learning objectives:
2.1 By the end of the placement Susan will be familiar with a range of 
standardised neuropsychological tests and display competence in their 
appropriate selection, use and interpretation in a clinical setting.
2.2 Susan will be competent in selecting appropriate psychometric tests to assess:
• Verbal and non-verbal memory skills
• Perceptual and visuo-spatial functioning
• Constructional skills
• Language functioning
• Tests of attention, concentration and tracking
• Executive functioning (planning & organisation)
• Conceptual skills
2.3 Susan will demonstrate an ability to use a broad base of psychological skills 
to formulate problems and to incorporate the tools of neuropsychological 
assessment in a clinically meaningful way, as is appropriate to her current level 
of experience and training.
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2.4 Susan will become familiar (through observation or direct clinical contact) 
with the major features and psychological implications of a range of common 
neurological disorders. These will include head injury, differential diagnosis of 
memory disorders, stroke, epilepsy, encephalitis and progressive neurological 
disorders such as multiple sclerosis and Parkinson’s disease.
2.5 Susan will develop competence in her ability to:
a) Feedback test results (in written / oral form) in a clinically meaningful way to 
referrers and clients as required.
b) Advise clients and their carers on the implications of test results for their 
everyday functioning.
c) Educate clients and their carers on appropriate forms of management or 
coping skills.
2.6 By the end of the placement Susan will have formulated a view on the 
possible roles and functions of a clinical neuropsychologist in a general hospital 
setting.
3. Supervisor responsibilities:
3.1 The supervisor will provide a minimum of 1 hours’ formal supervision each 
week, with additional opportunities for informal discussion as and when 
required. Supervision will take place on Wednesday mornings.
3.2 The supervisor will ensure provision of adequate office space and secretarial 
support.
3.3 The supervisor will aim to provide adequate and focussed reading material.
3.4 The supervisor will aim to provide a balanced placement, which meets the 
professional developmental needs of the trainee. This may involve making 
changes to placement objectives with mutual negotiation and agreement.
Noelle Blake Susan Childs
(Chartered Clinical Psychologist) (Clinical
Psychologist in 
training)
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Specialist case report summary:
A Neuropsychological Assessment of a 24 year old woman following a 
ruptured anterior communicating artery aneurysm, and hydrocephalus.
All identifiers have been removed or altered.
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Specialist case report summary: A Neuropsychological Assessment of a 24 
year old woman following a ruptured anterior communicating artery 
aneurysm, and hydrocephalus.
Reason for referral:
Miss Rice was referred for neuropsychological assessment following a ruptured 
aneurysm. The assessment was requested to help identify how severe any 
deficits may have been following the aneurysm and to help with identifying an 
appropriate placement following discharge from the rehabilitation programme.
Presenting concerns:
Miss Rice’s parents were extremely concerned that their daughter seemed to 
exhibit extremely memory loss. They also reported that Miss Rice had 
“regressed” and exhibited “babyish” behaviours in public. Miss Rice herself had 
little (if any) insight into her difficulties and repeatedly requested to return to her 
normal employment and did on two occasions wander out of the hospital and 
made her way to her parental home.
Assessment:
The initial assessment comprised of:
Clinical interview, a review of medical notes and scans and psychometric 
assessment. The results of the assessment suggested that Miss Rice might have 
been experiencing difficulties in the left frontal area of the brain. It was 
recommended that Miss Rice also had visual acuity testing to clarify whether 
Miss Rice had experienced any visual loss.
Results:
The results of Miss Rice’s initial testing suggested that:
1) In terms of general intelligence, Miss Rice’s pre-morbid general IQ had laid 
in the high average range. Post aneurysm rupture this was measured as being 
within the low end of the normal range. Her verbal intelligence (post 
aneurysm rupture) laid within the average range and her performance IQ laid 
in the borderline category. This suggests that her verbal intelligence (in the 
context of her previously having been a PhD student) was moderately 
impaired and her performance intelligence was severely impaired. These 
results did suggest a decline from Miss Rice’s pre-morbid skills.
2) In terms of memory functioning: Miss Rice’s test scores indicated that her 
memory was globally impaired (with the exception of her immediate working 
memory, which was within the average range).
Secondary testing revealed that:
1) Miss Rice’s short-term memory was within the average range, although her 
recognition memory, immediate and delayed recall of both verbal and visual 
materials was severely impaired. She did, however, aid her memory in two 
ways. Firstly, Miss Rice’s primacy / recencey memory effect was relatively 
well preserved and she employed effective strategies to help her remember 
things and to help her prevent herself from becoming distracted.
2) Miss Rice did display some signs of frontal damage (such as confabulation 
and perseveration) and her general IQ test results (particularly the digit-
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symbol sub-test of the WAIS -R) were suggestive of reduced speed of 
information processing.
However, Miss Rice’s test results may well have been affected by her anti­
epileptic medications as these drugs have been shown to speed of processing.
3) Results in general were indicative of poor planning and organisational skills. 
Miss Rice did not display any evidence of unilateral neglect.
Feedback:
Miss Rice’s results were fed back to her with her parents present. A second 
feedback session was also given to her parents alone (with Miss Rice’s 
permission).
Recommendations:
It was recommended that Miss Rice needed further rehabilitation, which was to 
include:
1) The training in the use of an external memory aid.
2) The development of insight into her cognitive problems.
3) That Miss Rice needed help with developing a planned and structured 
routine.
4) That strategies needed to be developed to help Miss Rice cope with complex 
instructions.
5) That ways in which Miss Rice could fill her life with meaningful activities 
needed to be identified.
6) That Miss Rice would need a supervised living environment for the 
foreseeable future.
Follow up:
Progress reports (over a four-month period) from Miss Rice’s rehabilitation 
centre report that:
1) Miss Rice continued to exhibit dense amnesia.
2) Miss Rice continued to work upon issues related to her ability to cope 
independently and safely within the home.
3) That a recent CT scan had displayed ventricular dilation and lesions in the 
left thalamus and the frontal region in the proximity of the surgical clip. 
Information that had not shown on previous CT scans.
Miss Rice’s parents reported that Ann was making gradual, continual 
improvements (as would be expected in the first two years following a brain 
trauma).
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Specialist placement: Adult Mental Health.
Placement dates: October 1998 -  March 1999
Supervisor: Leo Estall & Siobhan Woollett
Placement location:
111
Year 3 Clinical chapter: Specialist Placement -  Adult Mental Health Contract
Specialist Placement Contract:
The Adult Psychology Department & Escher
-  Kingston & District NHS Trust
Name: Susan Childs
Location: Acre Road Clinic -  Kingston & Escher CMHT -  JPC,
Molesey.
Supervisors: Leo Estall & Siobhan Woollett
Start Date: 14th October 998
Finish Date: 12th March 1999
Placement days: Wednesday / Thursday / Friday
Mid-placement review: 9th Dec 1998
Core aims of placement:
• To gain further proficiency in various therapeutic approaches with adults and 
families including cognitive-behavioural, systemic, dialectical behaviour 
therapy and schema focused therapy
• To gain direct experience of working within a multidisciplinary team and 
consultative work.
• To gain experience with a range of referrals which arise in an adult 
psychology department and an adult CMHT setting.
• To gain experience of work within the adult setting including awareness of 
the multi-role of the psychologist, organisational issues and liaison with other 
professionals.
• To develop a comprehensive understanding of adult and family services.
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Experience available:
• A range of both direct and indirect work: a range of assessments and
interventions with outpatients. To include (if possible); the planning and
carrying out of observed assessments & ongoing therapy, work in alternative 
models (such as systemic / DBT/ schema focussed / cognitive), and work 
with individuals with longer term, serious mental illness.
• Attend the Friday morning allocation meetings / seminar presentations at 
Acre road and the Thursday team meeting at Escher CMHT.
• Attend special interest group day on psychiatric rehabilitation
• Attend training day on schema focussed therapy _________________
Professional experience:
• Maintain self management such as;
Keeping psychological and when appropriate medical notes, reports, 
Correspondence and TCS up to date. Effectively managing appointments, 
sessions, and planning of work schedules. Effectively managing and coping 
with competing demands and stress.
• To maintain awareness of boundaries within the professional work setting 
and meter self against the observed boundaries.
• To be aware of and conversant with departmental protocols._____________
Supervision:
• Individual supervision will take place formally once a week.
With L. Estall on Fridays at 2.30pm for an hour and with S. Woollett on 
Thursdays’ at 11:00am for an hour informal supervision is available when 
requested.___________________________________________ _________
Resources:
• Room 6 Acre road is available all day Wednesday. On Fridays due to 
family therapy and meetings, no room is needed. At the JPC, (on 
Thursdays) rooms are booked as needed.
• Secretarial support will be through the secretaries at both Acre road and 
the
Joseph Palmer Centre (Anita & Jo respectively).___________________
Signed----------- ---------  (S.Childs - Trainee) Date:-------
Signed----------- ---------  (L.Estall - Supervisor) Date:-------
Signed----------- ---------  (S.Woollett - Supervisor) Date:-------
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The development of a definitive diagnosis structure and a 
behavioural phenotype for Williamfs syndrome: a
review.
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The development of a definitive diagnosis structure and a 
behavioural phenotype for William’s syndrome: a review.
Definition:
Williams', Barrat - Boyers & Lowe (1961) described a group of four children 
with supravalvular stenosis (a narrowing of the lumen of the aorta near to valves 
- SVAS), a peculiar facial appearance and mental retardation, thereby attaching 
his name to a syndrome now known as Williams' syndrome (W.S). This is not to 
say that these individuals had not been documented before then as several 
investigators reported on the concurrence of idiopathic infantile hypercalcaemia 
(IIH). Which shows itself as an elevated concentration of calcium in the blood, 
which gives rise to deformed teeth and bones, deformed facial characteristics of 
and failure to thrive of unknown cause. Which had similar, if not identical 
symptoms to the later named Williams' syndrome, without documentable cause 
(Lightwood; 1952; Payne; 1952). Controversy still remains today as to whether 
IIH and WS are indeed separate entities or whether they are opposite ends to the 
same continuum (Martin et al,. 1984). Williams' syndrome is still viewed today 
as "persistent enigma" (Cobo et al., 1992).
Diagnosis:
WS is described as "A malformation -retardation syndrome with characteristic 
facial dysmorphisim, short stature, mental retardation, vascular stenosis 
(narrowing) and - infrequently - hypercalcaemia". It is most commonly manifest 
from birth and is of yet of unknown aetiology (Wiedemann, 1985). Gillberg 
(1994) describes Williams' syndrome as comprising of a particular 'elfin face 
like' appearance (consisting of shortened eyelid fissures, medial proliferation of 
the eyebrows (wide eyebrow gap}, depressed nasal bridge, upturned nose, broad 
philtrum {nose bulb} and prominent lips), and a developmental delay (often with 
an IQ under 70). Other physical symptoms reported in these individuals are; a 
stellate (or star) pattern on the iris (especially noticeable in people with blue 
eyes), and a deep 'metallic' voice (Shepard, 1990). Other diagnostic signs noted 
have been extra sacral creases, congenital arrays of hemangiomas (lumps of 
black coloured tissue mass) on the back, and radio-ulnar synotosis (or the
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lengthening of the ulna bone in the leg) (Morris, 1990), and the presence of a 
heart murmur or cardiovascular problems (such as lesions).
Anecdotal reports in the literature describe WS individuals’ speech as 
grammatically correct, fluent and articulate, but verbose and pseudo-mature 
(Jones & Smith, 1975; Meyerson & Frank, 1987; Von Armin & Engel, 1964; 
Udwin & Yule, 1990). Bellugi et al (1990) report that their WS adolescent 
subjects' language was peppered with unusual vocabulary, and that the word 
fluency tasks revealed a nearly normal (age-matched) performance but with a 
proclivity for non typical items (i.e. words such as "ibex, unicorn, chihuahua). 
Gosch et al., (1994) report a gender divide in WS children where words and 
sentences are concerned. Their results yielded the data that boys produce a larger 
amount of words and sentences than girls. This result has not been researched, or 
noted in the WS' individuals' adulthood and would be an interesting place to start 
research looking at whether there are any other typical gender differences with 
the syndrome. Of all these clinical symptoms so far discussed it is easy to see 
why individuals with only some symptoms (not the full constellation) were not 
(and may still not today) diagnosed.
Preus (1984) recognised the need for an objective definition and diagnosis of the 
syndrome as when taken in its broadest definition could encompass children 
without hypercalemia or heart defects, and may have led to false diagnoses. 
Preus applied numerical analysis involving the measurement of the phenotypic 
similarity between patients (using a physical symptom diagnostic index) 
independent of their suspected diagnosis. However, ten characteristics (motor 
retardation, unusually friendly personality, premature closing of sutures, full 
cheeks, small teeth, malocclusion, deep voice, hearing loss, long neck and 
relatively small chest) were left off of the initial index as they were difficult to 
evaluate or not yet present in infancy and Preus wanted this tool to detect the 
syndrome in early childhood. Later uses of this index have included these 
omitted characteristics to diagnose children in later parts of their development 
(Dilts, 1990; Bradley, 1989). Preus then performed cluster analysis to identify 
any sub-groups within his sample. The assumption he was following was that 
cases in different clusters were etiologically distinct.
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The results of Preus' study outlined a history of WS that was not unlike those 
previously hypothesised and discussed here. Notable physiological findings 
were that more than two thirds of the infants had a below average birth weight 
and were bom at 42 weeks or later. Four of the infants had meconium aspiration 
(the removal of pre-natal bowel movements that attaches inside of the neo-nates' 
lungs - unless removed by suction/aspiration. Commonly resulting in neo-natal 
death) or heavy meconium stain (observed in the mothers' amniotic fluid). In 
infancy frequently recorded problems were constipation, diarrhoea and feeding 
problems. The children displayed problems with gait (often being described as 
clumsy). Motor development - particularly fine) was found to be usually mild or 
moderately delayed, but was severe in three of the children. Using the McCarthy 
Scales Preus' results again supported the discrepancy that is observed in WS 
individuals, that all the WS children tested demonstrated highest scores for 
expressive language and lowest for perceptual performance. Most children in the 
study were reported to be talkative and two of the sample displayed echolalia.
This study was not without its short fallings though. Firstly one does not know 
how representative the "non-Williams'" group is of the kind of patients who 
might be suspected of having the syndrome in other settings. Secondly, the 
diagnostic index suggested for infants has only been carried out on a small 
sample and needs further testing to increase face validity. Lastly, a single 
clinician may score an individual very differently from the next, so perhaps two 
scorers need to be used and / or tighter definitions / descriptions should be 
provided. The reliability of this method is yet to be demonstrated. It is this 
discrepancy between verbal and performance skills that has resulted in many 
children as being over estimated in their cognitive skills & abilities (Von Arinin 
& Engel, 1964). It has also been noted that these children do not suffer with a 
decline in their abilities during their pre-school years, as is observed with 
children with Downs' syndrome (Kushnik et al., 1984). The importance of a 
correct differential diagnosis is to avoid confusion with alterations of growth and 
psychological problems of hypoalimentation (that is individuals that suffer with 
associated medical problems through out their life due to another illness / 
syndrome - Cobo et al, 1992).
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Preus' diagnostic method is not without its difficulties. Although at first glance it 
appears to be quite accurate in diagnosis, it is rather cumbersome for those less 
trained in clinical genetics (Greenberg, 1990). Its scoring system is also difficult 
and time consuming and may hinder paediatricians trying to make a diagnosis of 
a suspected WS case. Further more, symptoms that score a positive mark on 
Preus' index are also commonly seen in average infancies (such as growth 
retardation & cardiovascular abnormalities) [Greenberg, 1990).
In most studies of WS individuals, a mild to moderate mental retardation has 
been found (Jones & Smith, 1975; Arnold et al,. 1985; Bennett et al., 1978, 
Bellugi et al., 1990; Udwin et al., 1990). Other clinical characteristics used in 
diagnosis include; a characteristic neuropsychological profile with superior 
language abilities in contrast to motor skills (Trauner et al., 1989; Bellugi et al., 
1990). Frequent mention is made of the 'unusual personalities' of these children 
(Beuren et al., 1962; Von Annin & Engel, 1964).
The historical evolution of the syndrome:
It is with IIH (a rare syndrome occurring approximately 1:50, 000 total live births 
today [Arnold, 1985]) that the origins of what we know as Williams' Syndrome 
are to be found. It was the search for the aetiology of WS which has primarily 
pursued the causes and effects of abnormalities of calcium metabolism, and its 
clinical similarities to IH which led to its original description as Idiopathic 
infantile hypercalcemia (IIH / IH) and not a distinct separate entity [Jones, 1990].
Historically, medical records show post second world war Britain as having a 
distinct increase in the number of cases of IIH reported. This was thought to be 
the result of children receiving a daily dosage of vitamin D to prevent traditional 
nutritional deficiencies observed during times of war (Cobo et al., 1992). The 
rise in the occurrence of IIH led to a working party organised by the government 
discovering that this type of IIH could be treated by low calcium and vitamin D 
diets which in most cases led to prompt symptomatic relief and complete 
resolution of the condition. The accompanying delay in the child's development 
(if present) was only temporary and these cases were described as 'mild' (Arnold 
et al., 1985). Fraser et al., (1966) pointed out that infants in this group had
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normal birth weights, equal sex distribution and no "distinctive features" to 
identify them. It is worth noting however, in view of later vitamin D toxicity 
studies, that 10% of these infants were reported to have a heart murmur - a 
diagnostic category for WS (Coleman, 1959; Creery, 1953).
The first 'severe' form of IH was described by Falconi et al., in 1952 (cited in 
Joseph & Parrot, 1958). These individuals presenting in a similar fashion to the 
mild form but certain other diagnostic features were evident. These features 
included 'elfin facies' (Joseph & Parrot, 1958) renal impairment, osteoslcerosis - 
particularly recognisable at the joints of long bones and at the base of the skull; 
and stenosis of the major arteries, in particular the aorta, peripheral pulmonary 
arteries and renal arteries (Arnold et al, 1985) These infants were globally 
developmentally delayed and despite efforts to treat them with the same regime 
of low calcium and vitamin D diets , they remained mentally handicapped and 
frequently had persistent cardiovascular and / or renal impairment (Arnold, 
1985). These infants often had a low birth weight and although followed a 
similar clinical course to those 'mild' individuals, their development was more 
fraught with medical and physical problems (Fraser et al., 1966). Lowe et al., 
(1954), in their effort to differentiate between the 2 forms of IH, mention the 
presence of hypertension and loud "systolic bruits" (heart murmurs in the area of 
the heart that pushes the blood out around the body) in the more severely affected 
infants. Some early observers concluded that these murmurs were the result of 
calcification of the aortic valve (Schelesinger et al., 1956).
Aetiology:
The association of vitamin D intoxication or sensitivity with this evolving 
syndrome and the information that IH could produce cardiovascular lesions led 
to investigation of the effects of vitamin D on the developing foetus, especially 
the foetal cardiovascular system (Jones, 1990). In view of the increasing interest 
in the relationship between IH and SVAS and the seemingly causal link with 
vitamin D, Friedman & Roberts (1966) tested the effects of maternal vitamin D 
administration on the development of the foetal heart and major vessels in 
rabbits. In their study, pregnant rabbits were given varying amounts of vitamin 
D from the day of observed copulation to delivery. The animals receiving the
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higher doses aborted their offspring early and died from severe aortic changes. 
The animals that received the lowest dosages produced offspring with 
significantly increased serum calcium and vitamin D concentrations. Some of 
these off spring had pathological changes in the supravalvular aortic wall, others 
displayed aortic degeneration and calcification. This clinical evidence does seem 
to support the hypothesis that hypervitaminosis D is responsible for aortic 
changes and is shown to be associated with lesions surrounding calcified aortic 
valves (Hass et al., 1958) - one of the main diagnostic features of WS. It is 
evident then, from the studies so far discussed that vitamin D metabolism has 
played a central role in the evolution of the current concept of WS.
IH is often, but not invariably, present in the individual during infancy, and other 
physical common findings are microcephly (reduced size of brain) and stenosis 
of the large blood vessels (Jones, 1990). Although most reported cases did fall 
into these two groups (that is mild or severe IH) , the distinction between these 
two groups was not always so clear cut and intermediate cases have been 
described (Joseph & Parrot, 1958). Although, in retrospect there is good reason 
that such infants described in these earlier hypercalcemia manifestations could be 
diagnosed as having WS, it is not unequivocal that all did (Jones, 1990). The 
incidence or prevalence of WS is still unknown, but it is estimated to be between 
1 in 20, 000 and 1 in 50, 000. Over 1,000 individuals with WS are known to the 
Williams' Syndrome Association in the united states. Most of these individuals 
are less than 20 years old (Greenberg, 1990). Although a reduced life 
expectancy may be expected due to cardiac defects and their sequealae, there are 
likely to be many unreported / unrecognised adults with WS globally (Greenberg, 
1990).
How is this syndrome then present or passed to developing foetus' ? So far 
studies have opted for autosomal dominance theories and genetic explanations. 
Muiphy et al, (1990 reported on two sets of identical, monozygotic twins with 
WS and reviewed 2 previously reported cases of concordant identical twins. To 
date there are no known cases of discordance in MZ twins nor are there 
documented cases of concordant dizygotic twins. Greenberg (1990) reports that 
he has had at least 5 other twin pairs reported to himself informally. This study
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and Greenberg's informal data serve to support a hypothesis of genetic cause for 
WS, which is most likely an autosomal dominant disorder with most cases 
representing a new mutation. However, autosomal dominance has yet to be 
confirmed and there are no well-documented cases of parent-to-child 
transmission of the classic WS. This is in contrast to the well-documented 
autosomal dominant inheritance pattern of isolated supravalvular aortic stenosis 
(MacKushnick, 1984). Further investigation in to the inheritance pattern of this 
syndrome is clearly needed.
The development of a Behavioural Phenotype:
Pagon, Bennett & LaVeck (1987) proposed that children and adolescents with 
WS follow a "unique developmental profile "and evaluated 9 WS children for 
physical neuro-developmental and behavioural characteristics in order to chart 
the natural history of the disorder. Their results did not find any new medical 
problems in their sample with the exception of hypertension. Their sample 
demonstrated the common problems WS children suffer from in infancy - 
feeding problems & hernias. All demonstrated a retarded growth pattern below 
the fifth percentile, but 'caught up' in the pre adolescent period. Their sample 
yielded little morbidity from cardiovascular problems but one may hypothesise 
that this could be due to their extremely small sample size. The results from 
Pagons' study agree with Preus' diagnostic criteria and with the general 
description of Williams' Syndrome by Jones & Smith (1975).
Pagon suggests that from his results the following points should be taken into 
account whilst diagnosing WS. Firstly, that true post natal growth deficiency is 
rare - most WS individuals are likely to be short (5th percentile or less), during 
the first three years of life. A slender, well-muscled body habitus was typical. 
True micocephaly was also rare with in their sample. Again their data set 
supported the already reported findings that these children had a discrepancy 
between their levels of language skills and their visuo-spatial skills, rather than a 
general overall retardation. Interestingly, all of the children who took part in this 
study were Caucasian and eight of them were male (perhaps indicating a male 
preponderance within the syndrome ? Another area that would make interesting 
research in the future). Reading ability within this sample was surprisingly
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strong inspite of the fact that within this sample had 4 of the 9 children scored 
within the severally learning disabled range (as most studies report their sample 
children to be of mild or moderate disability). This study, again unlike others, 
has noted a decline in the two of the children's abilities over time (as noted in 
individuals with Downs' Syndrome).
The 'unusual personality' earlier mentioned, of WS children / adults is indicated 
in the first part by their high rates of emotional and behavioural disturbances 
(when compared to other mentally handicapped children) that these individuals 
show. Udwin & Yule (1991) describe them as socially disinhibited (that is they 
tend to show marked friendliness to adults, including strangers, and an unusual 
command of language), scoring highly for over-activity and poor concentration. 
They are also reported as having experiencing eating and sleeping problems, 
excessive anxiety and poor relationships with age related peers. Behaviourally, 
these children were described by their parents as being excessively talkative, 
immature, clumsy, and inattentive (Pagon et al., 1987). In pre-school years 
their speech is slow to develop, but catches up during school and tends to fluent 
and articulate at a superficial level, but verbose and pseudo-mature (Udwin & 
Yule, 1991). Tome et al., (1990) investigated the temperament of WS children 
using standardised questionnaires and found that two thirds of their sample were 
described by their parents as difficult. These unusual personality patterns then 
led to other researchers to propose that WS individuals display a unique 
behavioural phenotype. For example, Dilts (1990) proposed a hypothesis for the 
development of a behavioural phenotype in individuals with WS. She 
hypothesised that WS individuals displayed a unique constellation of physical 
characteristics. These characteristics associated with clinical problems often 
noted in WS which, according to Dilts, contributed to the formation of a 
predictable personality / a distinct behavioural phenotype. Such a phenotype 
would enable swift diagnosis, and the assembly of information on behaviours 
within the syndrome to offer help for parents and professionals as far as offering 
direction for treatment(s) were concerned. Dilts reviewed a comparatively large 
sample of WS individuals (n=32) with ages ranging from 3 to 30 years. Methods 
used were direct and familial observations, family interview and psycho- 
educational testing. The psycho-educational testing included measures of
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cognitive level, academic achievement, language, sensory integration, visual 
motor skills and maladaptive behaviour(s) (Achenbach & Edlebrook 1983, Beery 
1982, Bruiniks et al., 1985, Dunn & Dunn 1981, Hamill & Newcomer 1982, 
Woodcock & Johnson 1985, Zimmerman et al., 1979). Physical characteristics 
such as height, weight and head circumference were also measured.
Within Dilts' sample cognitive skill measured on a broad range from severe to 
average learning disability, with the mean cognitive level within the range of 
mild learning disability. Academic achievement was lower than expected for 
cognitive level. A significant proportion of their sample was reported by their 
parents (96%) as having hypersensitivity to sound characterised by an 
exaggerated startle response to sound considered common place to others. This 
hypersensitivity contributed to behavioural problems of distractibility to 
background noise and ongoing going anticipatory anxiety regarding the 
occurrence of such noises. Motor development was typically delayed and many 
of the parents described their children as being cautious when walking down 
stairs, slopes or uneven surfaces. Adaptive skill acquisition , based on fine and 
gross motor ability, was lower than expected for both age and cognitive level. 
This contributed to inadequate development in the use of tools. In the Dilts 
sample of 56 individuals (age range from childhood to adult) 36% were unable to 
cut with a knife and a further 29% did so poorly. Gosch and Pankau (1994) 
hypothesise that perhaps WS children follow typical growth deficiencies and it is 
their smaller size that leads their parents to treat as if they were younger than 
they in fact are, so their parents unwittingly force them into delayed 
independence. Of the 17 adults only 2 were in mainstream employment. One of 
the sample had been married, but had divorced whilst diagnosis of the syndrome 
was being ensued. 67% of the Dilts sample scored high on the hyperactive scale 
of the Child Behaviour Check List (above the 98th percentile) [Achenbach & 
Edlebrook, 1983].
However, much of the behavioural phenotype described by Dilts (1990) is also 
characteristic of a particular neuropsychological pattern of strengths and 
weaknesses known as "non-verbal perceptual-organisational-output disability". 
Therefore, work comparing these clinical manifestations needs to be carried out
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before Dilts' study can be deemed as valid and used as a tool in identification and 
psychological profiling of WS. Also, whilst there is little doubt that WS children 
do indeed have many of Dilts' observed characteristics, its impact as a diagnostic 
tool is considerably weakened by the fact that it failed to employ comparison 
groups (Udwin & Yule, 1991). Although it still stands today as one of the most 
reliable and well used diagnostic tools for WS.
Neuropsychologically speaking, Udwin & Yule (1991) again confirm the 
observed deficit between WS children's' verbal skills and visuo-spatial and motor 
skills - particularly spatial organisation and sequencing, eye-hand co-ordination, 
visual classification and performance speed against a control group (matched for 
age , sex, social class and verbal intelligence). These findings are in accord with 
earlier conclusions reached by a number of studies (Von Armin & Engel, 1964; 
Bennet et al., 1978; Udwin, 1989; Bellugi et al, 1990; Crisco et al, 1988; and 
Mac Donald & Roy, 1988). Interestingly, this study’s findings, unlike its earlier 
counterparts, did not suggest that WS children’s non-verbal skills are depressed. 
It was observed from these data that WS individuals have an uneven profile of 
abilities with consistent weaknesses and strengths even in the non-verbal area of 
abilities. Compared with their matched controls, the WS children showed 
unexpectedly good recall of non-verbal material - where the tasks involved recall 
of every day materials (which is out of keeping with their general non-verbal 
cognitive abilities). It is accepted that some of the tasks could have been coded 
in verbal terms by the WS children (for example - retracing a route around a 
room), but other tasks were not easily encodable in verbal terms (for example - a 
face recognition task). These pockets of abilities / deficits clearly differentiate 
WS individuals from other mentally handicapped children & adults. This last 
statement is not with out a word of caution though. Given the relatively large 
numbers of univariate tests that were undertaken and the small sample size, there 
is a high possibility that type 1 & 2 errors may have affected the results. 
Therefore some of the results that achieved statistical significance might have 
been a reflection of chance, whilst at the same time trends which did not reach 
significance may well emerge as significant in a larger sample. The behavioural 
traits identified by Udwin & Yule are explained by the children's poor visuo- 
spatial skills and their over activity / distractibility by the frustration caused by
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the observed discrepancy in their skills. To explore this question further it will 
be necessary to compare the rates of behavioural disturbance in WS children with 
the rates of behavioural disturbance shown by children matched for their non­
verbal abilities as well. Such comparisons would further serve to highlight WS 
children's' specific pattern of strengths and deficits in the non-verbal area.
More recently, Einfeild and Hall (1994) propose that the behavioural 
disturbances associated with WS are an example of a new psychiatric disorder 
being identified through behavioural phenotype studies. They argue that the 
findings of WS individuals having high levels of overall severity of 
psychopathology, increased communication disturbances, hyperacusis (over­
sensitivity to sound), and symptoms of anxiety and hyperactivity, disturbed 
relationships with peers - although good with adults and but over affectionate - 
have a broader taxonomic significance. They argue that this behavioural 
phenotype is a unique pattern of psychopathology. As there (they believe) is no 
other psychiatric diagnosis which can account for this particular constellation of 
symptoms. It is a true syndrome, that is to say a co-occurrence of symptoms, but 
at the same time it also has face validity. That is, it has a physical phenotype that 
accompanies this constellation of symptoms. Therefore, they conclude that WS 
behaviour is more of a true mental disorder than many of the syndromes listed in 
DSM 111-R (American Psychiatric Association, 1987), which could be seen as 
just co-occurring symptoms, and are therefore syndromes lacking in any kind of 
external validation.
Theoretical hypotheses for the development of such behavioural phenotypes:
Theoretical explanations for the formation of the characteristics with in Williams' 
Syndrome range from developmental behavioural genetics, construct theory, 
operant conditioning and neuropsycholgy to psychosocial explanations. Plomin 
(1986), in the study of genetic influences of personality development, concluded 
that 3 broad traits (emotionality, activity level & sociability) of temperament are 
the most inheritable personality characteristics in childhood. Emotionality 
involves one's ease of affective arousal and has found to been related to fear in 
the first years of life. The infant with WS is typically quite responsive to its 
physical and social environments emotionally as well as through high activity
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levels and keen sociability (Dilts, 1990). So we could hypothesise that the 
emotional traits WS individuals display have been inherited in part from their 
parents, and have been acted upon by their environments and these factors have 
then acted upon the genetic expression of WS to produce a behavioural trait(s).
Attachment theory tells us that the development of the infants’ social relationship 
with the caregiver is the most salient and major developmental task of infancy. It 
is thought that if a positive relationship is formed that the child will use this 
positive bond as a model for other relationships (Newman & Newman, 1984). 
The physical problems associated with WS may directly influence infant 
attachment behaviour. That is the first year of life for a WS child is often 
described as miserable due to common feeding problems and associated poor 
weight gain, constipation & colic (Morris & Carey, 1990). Hypotonia is often 
evident and early motor retardation is delayed (Dilts, 1990). Such physical 
frailty, instability and slow development may affect the process of attachment by 
prompting, through the infants need, a higher than average frequency of 
caregiver contact. That is that WS infants and children may appear to exhibit a 
high frequency of salient, potential attachment behaviours (Dilts, 1990). The 
smiling behaviours and sociability of WS children are examples of these 
attachments behaviours. Undoubtedly, such attention seeking would prove 
positively reinforcing and contribute to a reciprocal feedback cycle of mutually 
satisfying social interactions. Thus Skinners (1976) operant conditioning model, 
appears appropriate in understanding the development of the behavioural 
phenotype in WS persons. This theory could also be supported by the fact that 
the immature appearance of the WS child may serve as a discriminative stimulus 
for others to treat the child and have expectations for the child at a lower than age 
appropriate level (which may explain why Dilts' sample had an academic 
achievement level below their cognitive abilities).
The theory of sensory integration also offers us an explanation for some of the 
observed behaviours displayed by WS children based around their difficulties 
with hypersensitivity to sound {first recorded by Klein et al., in 1990}. As of yet 
no auditory abnormalities have been shown to explain this hypersensitivity 
{Udwin & Yule, 1991}. Ayres (1981) defines sensory integration as "the
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organisation of sensory input for use". Adequacy of auditory input has bearing 
on one's sense of well being and problems in this area could lead to an emotional 
response. Reports from parents of children with WS frequently report 
hypersensitivity to common place sounds (Dilts, 1990; Udwin, 1991; Gosch, 
1994) alongside such reports these parents also report an increased parental 
attitude of protectiveness towards their child (Dilts, 1990). Again operant 
conditioning could come in to play in a two fold role via negative reinforcement 
(i.e. the parents' escape from the child's crying by protective assistance to the 
distressed child), as well as positive reinforcement of the parent's nurturant, 
protective role. Either attribution of the parents would reinforce their protective 
behaviour thereby increasing the likelihood of the parents protecting again (Dilts, 
1990). In practice this sensitivity to rhythmic stimuli and music can be used as 
an aid in training programmes to support motor skills, or in speech therapy 
(Gosch & Pankau, 1994). Otitis media, a filling of the middle and inner ear 
canals with fluid, hence reducing auditory abilities has also been regularly 
diagnosed within the WS populations (Gosch & Pankau, 1994). Sensory 
integration dysfunction may also explain the frequently reported behaviour of 
"clinging". Descriptions of adaptive problems of WS children strongly suggest 
the possibility of "gravitational insecurity" (- defined as an abnormal anxiety and 
distress caused by inadequate modulation or inhibition of sensations that arise 
when the gravity receptors of the vestibular system are stimulated by head 
position or movement). [Ayres, 1981]. Although this hypothesis has not been 
formally explored, from parents diaries, and medical / historical records of these 
individuals, the information strongly suggests the phenomenon of anxiety with 
certain types of movement (as already mentioned, some WS toddler are hesitant 
to walk) and both WS children and adults have difficulties walking up stairs / 
slopes. This gravitational insecurity could explain why WS children feel the 
need to 'cling' to care givers - to give themselves a real sense of physical security 
(Dilts, 1990).
Eriksonian theory also offers us an explanation for the behavioural phenotype in 
individuals with WS. A major assumption of psychosocial theory (Erikson, 
1963) is that development occurs as a product of the interaction between the 
individuals abilities and needs and cultural demands and expectations (Newman
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& Newman, 1984), and it emphasises the contribution of the person to his / her 
development. Given the high frequency salient attachment behaviours described 
in Dilts explanation of sensory integration, it may be expected that WS infants 
are quite successful in the initial development of trust "bom of care" from others 
(Erikson, 1963). That is WS infants may develop a strong sense of trust vs. 
mistmst in their care-givers given their unique needs. Further; because of limited 
age-appropriate adaptive behaviour and resultant dependence it is probable that 
the WS child generalises (a concept of operant conditioning) this sense .of. trust to 
others (Dilts, 1990).
In the next social stage the toddler's need for self expression and mastery develop 
primarily through imitation skills. With the goal a sense of autonomy vs. shame 
and doubt, the transition from imitation to independent mastery of basic skills 
may yield mixed results for the WS child. In the area of language development, 
although typically delayed, through imitation the child finds relative success and 
building confidence in verbal communication. In the many demands of self help 
based on adequate development, such as toileting or dressing, the child 
developed dependence on others. The third stage, initiative vs. guilt, may well 
be enhanced by certain characteristics of WS (Dilts, 1990). During this early 
school-age period the child's focus is on investigation via risk taking and 
ambitious exploration (Newman & Newman, 1984). The phenomena of poor 
rule-governed behaviour (i.e. the ability to use language to guide one's 
behaviour), distractibility and impulsivity in many ways may allow the child to 
inquire and explore curiously, relatively uninhibited. Thus guilt is avoided over 
many societal rules that, to the WS child seem to be external.
The final stage of Eriksonian theory is the latency stage. This is the stage that 
affects the WS child most severely. It is here that one's basic attitude towards 
work develops during the middle-school-age period (Newman & Newman, 
1984). During the day to day experiences of success and failure the child learns 
the rewards of approval, mastery and competence which come from work, effort 
and perseverance. From this base of competence (Nelson, 1984) the child 
develops an internalised sense of industry to confront life's problems by 
persevering until they are solved. For the WS child, given its multiple motor
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disabilities, skill deficits maximised by attentional problems, an inadequate 
development of the use of so many of the tools of our society, thwarts the skill of 
self-directed mastery and a resulting sense of competence. It is this stage 
Erikson would propose that so many individuals with WS fail to overcome.
The observed pathogenesis of the syndrome (and reported differences 
between the WS child and adult):
What of the pathogenesis of the syndrome ? In light of diagnosis and 
phenotyping we must look at whether the syndromes' symptoms change over the 
course of the individuals' lifetime. The characteristic facial changes may not 
become evident until the child reaches the age of 1.5 - 2 years. This may well 
explain why the mean age of diagnosis for children is 4 years (Morris et al., 
1988). In addition an area that is seemingly under researched in this syndrome is 
cultural differences in physical presentations. Many of the "typical" facial 
features of WS are seen as normal traits in many American Blacks (such as broad 
nose, full lips), which would make diagnosis of a child without aortic stenosis or 
documented infantile hypercalcemia difficult. In addition many black children 
would not have eye colour that would demonstrate one of the diagnostic 
symptoms of a stellate pattern on the iris (Greenberg, 1990).
Udwin (1990) reports of the 119 WS adults in his sample 88% had received 
special schooling. The remaining 12% attended ordinary schools but were 
unable to cope (because of their poor visuo-spatial and motor skills & limited 
attention span) and were either moved to schools for children with learning 
difficulties or left school early. Of Udwin's 119 WS adults 54 had left school 
by the age of 16 and only 10% went on to continue education until the age of 19. 
Only seven of sample obtained any academic qualifications (being G.C.S.E's & a 
typing diploma).
Morris et al., (1990) report from their sample of WS adults (n=4) that 
cardiovascular problems are progressive, gastrointestinal complaints are common 
and they stand at an increased risk renal inefficiency. The hypercalcemia that 
WS adults may have had as children is also reported as continuing through 
adulthood. Dilts et al., (1991) report no striking changes in the facial appearance
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of adults with WS and the two males that they observed demonstrated that 
significant morbidity is not the obligate rule with in this syndrome, (further more 
she writes that these two men illustrate that their charming personality does not 
change as they get older). Plissart et al., (1994) report that the behavioural and 
emotional disturbances reported in WS children persist in to adulthood, with 
similar or in some cases increased frequency. This study also finds that the most 
frequent behavioural difficulties in their sample was restlessness, poor 
concentration and attention seeking behaviours. Another issue of note was that 
this sample demonstrated excessive worrying. Udwin (1991) noted the following 
features of the WS childhood personality that were still reported at adulthood as 
being; incessant chatter, excessive use of social phrases and stereotypic 
utterances in conversation, fear of heights, unsteadiness when negotiating stairs 
and the presence of major preoccupations and obsessions. Care givers also still 
reported fears regarding the safety of these adults amongst strangers due to their 
continuing overt friendliness. Udwin also noticed that as older people they 
preferred the company of older people, they also tended to lose interest in people 
rather quickly and their conversation dried up once their limited range of 
interests was exceeded, or after exchanging initial pleasantries.
Lopez - Rangel et al., (1992), report that of their sample of adults with WS all of 
the patients cared for their own personal needs. Eight of the ten lived at home 
with their parents while the remaining two resided in group homes. Rangel - 
Lopez also writes that although adult patients with WS continue to exhibit 
manifestations characteristic of this condition, the severity of their associated 
problems vary greatly. They report that even the more severely affected adults 
with WS can lead active, although limited, lives. Plissart et al., (1994) support 
this position, by the fact that although 36.2% of their sample were with out 
daytime occupation and the remaining adults were placed at day centres. Again 
we are reminded that it is very important to properly assess the abilities of these 
adults as their excellent language abilities and out going personalities may give a 
false expectation of their functioning in other areas. Bradley & Udwin (1989) 
conclude that "a stable and secure environment in which these adults can develop 
their personal relationships will provide them with the best chances to lead happy 
lives".
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Co-morbidity:
Children with a co-morbid diagnosis of both WS and autism have been noted 
(Reiss et al., 1985; Gillberg & Rasmussen, 1994) although are rare in occurrence 
(3.5 per 100 million births, [Gillberg & Rasmussen, 1994]). Gillberg's sample 
(n=4) displayed a strange gender characteristic. Both girls, in spite of severe 
autistic symptoms, did show some of the behavioural features typical of WS 
(over-friendliness, talkativeness) whereas the two boys, as far as 1994, 
demonstrated no such behavioural traits. Whereas Reiss' study found his sample 
(n= 2) demonstrated fine and gross motor deficits but with a primary disabling 
symptom of difficulties surrounding language skills and social relatedness, both 
hallmarks of autism. As research into WS is in its infancy than surely the 
research into such co-morbidity must be at the point of conception. With so 
small a number of diagnoses it will surely be a long time into the future that 
further information will come to light.
Bradley and Udwin (1989) report of an adult male with WS whose diagnosis was 
not made until comparatively late in life (at the age of 43yrs old). This 
gentleman followed a developmental and medical symptomological life-span 
indicative of WS but displayed two clinical manifestations not yet reported in the 
literature regarding WS. The subject of the paper was a typically happy man , 
but faired much better in surroundings that did not place any excessive demands 
upon him (which would tie in with the verbal vs. performance discrepancy) and 
that he scored as being clinically depressed. One cannot really speculate about 
the last issue as we could be discussing a trait of an individual rather than a 
behavioural pointer, but as more adult cases come to light it is certainly a 
interesting point to keep in mind as far as maybe someday adding it to the 
behavioural phenotype.
Summary:
In summary, Williams' Syndrome is a sporadic disorder of unknown aetiology 
(Williams' et al,; 1961). Various abnormalities have been associated with this 
disorder. The most common diagnostic features include altered facial
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development, post natal growth deficiency, global developmental delay, and 
impaired cognition and learning (Jones & Smith, 1975; Smith 1976; Preus, 
1984). Methodological problems within these studies are far reaching and sadly 
quite numerous. For the formulation of valid behavioural phenotypes we, as 
professional mental health workers and researchers should employ rigorous 
investigative methods in order to avoid chance and error entering our data and as 
far as these papers reviewed are concerned it is very not clear whether samples 
from Europe and the continent overlap. The need for matched control groups and 
indeed statistical analysis, is much needed if we are to make these behavioural 
phenotypes valid and scientific (Einfield & Hall, 1994).
There still remains some controversy where in several investigators hypothesise 
that hypercalcemia is not a predominant or even frequent manifestation of WS 
(Jones & Smith, 1975). These hypotheses increase a growing suspicion that 
increased serum calcium is inconsequential as a cause of the physical or 
behavioural abnormalities associated with WS (Jones, 1990). Martin et al., 
(1984) have suggested that the phenotypic variability between Williams' 
Syndrome and Idiopathic Infantile Hypercalcemia may represent heterogeneous 
expression of a common genetic abnormality. The exact relationship between 
these two disorders still remains unclear today. But if Jones and Smiths' 
hypothesis holds true then IH and WS could be separate clinical manifestations 
and at the same time still be a heterogenetic expression of the same abnormality.
The constellation of communicative skills and disorders in WS appears to be 
unique, although further research needs to be carried out to truly differentiate WS 
from "non-verbal perceptual-organisational-output disability". Research in to 
this area is still in its infancy. There are likely to be a number of individuals with 
the syndrome who have survived to adulthood and are now living in institutions 
etc., who have not yet been diagnosed. With diagnosis comes the responsibility 
of trusts to build or adapt services around these individuals and their unique 
pattern of behaviour(s) and abilities. In the first place these individuals will need 
care assessment of their abilities as their verbal abilities may shadow their 
difficulties around performance. Secondly that care thought must be given to 
where they live and their psycho-social milieu of that environment: suitable
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environments should include those which are not pressurised or excessively 
demanding. Finally, as both front line mental health professionals and 
individuals, we must be aware of these peoples quality of personal relationships 
and remember that a relationship for a person with WS can be more intense and 
dramatic than any experience other people may have. WS individuals are termed 
sensitive and over anxious and these traits may have devastating personal affects 
for a WS individual should their interpersonal relationships end.
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Illness representations in families with children who have cystic
Fibrosis.
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1.1 Abstract:
Background: A population of both Cystic Fibrosis (C.F) adolescent children and their parents 
and parents (only) o f children with CF below twelve years of age, were assessed to discover their 
cognitive representations of CF and the relationship between parents and their children. An 
evaluation of whether cognitive representations and health beliefs of illness were related to levels 
of compliance in CF adolescents was also carried out. An assessment o f quality of life also made 
to determine any association between level o f compliance and effect on the CF adolescents’ 
general lifestyle. Factual knowledge of their illness and reported satisfaction with service (as 
provided by the CF clinic at their local hospital) was also examined.
Method: Illness representation in both parental and child samples were assessed by the Illness 
Perception Questionnaire {I.P.Q} (Weinman et al., 1996), adapted for CF symptomology. 
Compliance ratings were obtained using the Passero patient reported compliance survey (Passero 
et al., 1980). Quality o f life, factual knowledge of illness and health regime were assessed using 
a semi-structured interview (derived and adapted from the Diabetes and quality of life 
questionnaire; Jacobson et al., 1994).
Results: Results demonstrated that parental illness perceptions were not related to their 
adolescent child's perceptions. Compliance was found to be related in part to the adolescents' 
illness perceptions, that is, those children who strongly believed in a cure for their condition, also 
demonstrated low compliance. Conversely, those children who strongly believed the 
consequences o f their illness to be serious were more compliant. Compliance with health regime 
and quality o f life were not found to be related. Finally, parents with children below the age of 
twelve years old, were found to have differing cognitive perceptions regarding CF from those 
parents with older children.
Conclusions: In conclusion these data suggest that adolescents do not reflect their parents' illness 
perceptions and are indeed disparate from them. Data analyses display that compliance is related 
to the sub-scales o f belief about cure and consequences (from the I.P.Q), but the other sub-scales 
are not (i.e. timeline, identity, and cause). Though the adolescent CF children in this sample did 
display high factual knowledge regarding their condition, they still reported either actively, or 
passively, not complying with health regime suggestions if  they a), were too time costly, b). 
interfered with their social life or c). involved unpleasant or invasive medical methods.
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1.2 Introduction:
Cystic Fibrosis (CF) is an hereditary disorder that effects the endocrine glands 
and causes them to produce abnormal mucus, sweat, and saliva. This abnormal 
level of secretions tends to obstruct air passages in the lungs and passageways 
that carry pancreatic enzymes into the small intestine (Geiss et al., 1987). The 
most serious complications in CF include improper digestion due to pancreatic 
enzyme deficiency and chronic pulmonary disease due to damaged lung tissue 
and lung infection (Geiss et al., 1992).
Sociodemographics:
CF occurs in approximately 1 in 1,800 live Caucasian births in the United States 
and is the most common lethal genetic disease of childhood (Geiss et al., 1992). 
It affects only 1 in 17, 000 in the Black population (Matthews et al., 1984).
Prognosis:
Although no cure exists for CF, comprehensive therapy which is begun early and 
administered consistently often can delay the disease process (Mullins et al., 
1991). This early and continued treatment aimed at delaying permanent lung 
damage is accredited with the improving prognosis figures (Czajkowski et al., 
1987). Median survival ages have increased from 7.5 years in 1966 to 27.6 in 
1990 (Campbell, 1993) and expected longevity is increasing with each decade. It 
is therefore seen that compliance with treatment is critical in the overall 
management of the illness and significantly impacts the quality and length of a 
patient's life (Czajkowski et al., 1987). Despite these impressive gains, there is 
still considerable variability in individual functional status and course of disease 
(Strube et al., 1991).
Medical treatment:
Children suffering from a chronic illness such as CF often require specialised 
medical treatments or home care in order to maintain health and prolong life 
(Czajkowski et al., 1987). The therapeutic regimen for children with CF is a 
complex one and is time consuming and expensive (Campbell, 1993). It is mostly 
home based and includes dietary measures and many oral medications, chest 
physiotherapy and aerosols (Sanders et al., 1991). Oral medications include the
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use of vitamins, pancreatic enzyme replacements, and antibiotics to fight 
respiratory infection. Some CF patients may consume as many as 40 to 60 doses 
of medication daily (Geiss et al., 1992). Physiotherapy, involves postural 
drainage which enhances lung drainage, concurrent with clapping or vibrating the 
area of the lungs to stimulate the movement of mucus. Such treatments are 
typically administered two to four times daily by parents or older patients 
themselves (Geiss et al., 1992). Harbord et al's., (1987) study suggests that the 
'worst' aspect of treatment for CF children of all ages was the restriction of 
freedom (supported by an earlier study by Zelzter et al., 1980), followed by 
medications and the use of needles within their treatment regime.
1.3 Models of Compliance:
Haynes et al., (1979) defined compliance as 'the extent to which the patients 
behaviour coincides with medical or health advice'. Compliance is regarded as 
important primarily because following the recommendations of health 
professionals is considered essential to maintenance or recovery from illness 
(Ogden, 1996).
Ley's model of compliance:
Ley (1981, 1989) developed the cognitive hypothesis model of compliance, 
which claimed that compliance can be predicted by a combination of patient 
satisfaction with the process of consultation, understanding of the information 
given and recall of this information (the model is illustrated below ){* With 
Permission}.
Diagram X: Ley's model of compliance:
Understanding
Satisfaction I Compliance
Memory
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Given that both CF patients and their families have high numbers of consultation 
with health professionals and are presented with large amounts of information 
regarding their illness and health status, it could be suggested that CF patients 
would indeed demonstrate high levels of compliance.
The definition of compliance used within this study is drawn from the work of 
Passero et a l (1981). It is defined by how regularly the client follows suggested 
health regimes aimed at delaying symptoms and prolonging longevity (Waring, 
1976). It is a self reported measure and looks at 5 components; appointment 
keeping, vitamin consumption, chest physiotherapy, antibiotic consumption and 
diet (Passero et al., 1991). However, results from research primarily based upon 
self report should be interpreted with a degree of caution, as results would be 
expected to reflect a certain degree of underestimation on the client's behalf, and 
may lead to falsely low results.
Non-compliance with medical regimens by chronically ill adolescents and young 
adults poses a major problems for physicians rendering care to such patients 
(Zeltzer et al., 1980) and often does not come to health care professionals 
attention until after medical complications have occurred (Meyers et al., 1975).
Among children with chronic illness, CF patients are considered to be the most 
compliant with medical regimes (Zeltzer et al., 1980). This has been attributed to 
the fact that these patients are seldom a-symptomatic and there are often 
immediate negative consequences to non-compliance (Czajkowski et al., 1987). 
Meyers, Dolan and Mueller (1975) report general non-compliance rates of 20 - 
30 % among CF patients. Czajkowski et al., (1987) found that between 20 - 30% 
of CF patients failed to correctly take antibiotic medications. Studies that have 
addressed such issues in paediatric populations have estimated adherence to be 
50% ( Rappoff et al., 1982; Litt et al., 1980). Most such research however has 
focused on young children whose parents are generally responsible for 
implementing medical recommendations (Strauss & Wellisch, 1981).
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1.4 Psychological perspectives on the treatment of CF and compliance rates:
Children with CF have to deal with the daily management of their illness on a 
life long basis. Such children face unique life experiences; their perceptions of 
their illness, concerns and expectations, reflect their age and level of 
developmental abilities, as well as the characteristics of their individual illness 
(Gudas et al., 1991). Emison et al., (1996) suggest that it is in late childhood / 
adolescence that adult patterns of illness symptom reporting emerge, and that 
symptom reporting increases with age and gender (with a peak age of 13 years 
and with girls being more likely to report more symptoms).
Whether the experience of living with an illness promotes, enriches, limits or 
significantly disrupts such developmental tasks as mastery, of self care, decision 
making and compliance with medical treatment, and level of independence in 
administration of medical therapies remains unclear (Gudas et al., 1991). Very 
little is known about the relationship between the accomplishments of 
developmental tasks and disease-related issues, specifically in response to 
therapeutic regimens in children with chronic illness.
Compliance and non-compliance in CF patients may well arise from different 
psychological and cognitive bases, according to the individual's age, experience 
with illness and developmental attainment (Gudas et al., 1991). If CF patients 
hold negative attitudes about acquiring CF information and being actively 
involved in their own care, much less than optimal functioning can be expected 
(Strube et al., 1991).
Perhaps non-compliance with medical regime stems from an earlier observed 
parental problem with administering medication / the suggested health regimen. 
Sanders et al., (1991) reported that almost all parents experience some difficulties 
in implementing treatment, especially medication. Non-compliance to medical 
regime may have its aetiology ingrained with dilemmas that face both parents 
and their CF children (Eiser et al., 1995). Parents also face the dilemma of 
perceiving their child / adolescent as well, but at the same time understanding 
that the disease is progressive. For the child, there are inconsistencies in being 
expected to lead a normal life, feeling well, and yet being obliged to give up
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much free time while invasive procedures are conducted (Eiser et al., 1995). This 
theory is lent support by Wright, (1960) who suggests that the individual with a 
chronic illness (or disability) functioned in two worlds; that of the healthy and 
that of the sick.
It is generally presumed that there will be less difficulties with non-compliance 
when a child is in poor health, as fatigue and ill health combine to make them be 
perceived as particularly easy patients.(Eiser et al., 1995). Parental anxiety may 
then be communicated to the child, resulting in increased tension (Walker et al., 
1987). In contrast to this belief however, it has been shown that the child who 
feels well, but has to give up free time for palliative treatment, is far more likely 
to be non-compliant (Walker et al., 1960). However, Mullins et al., (1991) found 
that children with CF do not experience more problem behaviours (as suggested 
by Lawler et al., 1966; Meyerwitz & Kaplan, 1967 & Turk, 1967), or manifest 
family dysfunction as compared with non-chronically ill children (e.g. Cowen et 
al., 1985,1986; Spirito, Russo & Masek, 1984).
However, despite this daily expenditure of time and effort both on the part of the 
patient and their family, the course of the disease may be inexorable with death 
usually occurring in early adult years (Sanders et al., 1991). Some researchers 
have questioned whether complete adherence to the treatment is a realistic 
expectation for many families, particularly when there is no clear evidence 
currently available that shows high levels of adherence are associated with 
improved clinical status. (Chase et al., 1979).
Parental attitudes about health care are potentially important moderators of 
participation in treatment regimens (Strube et al., 1991). Children with CF must 
acquire much of their initial information about the disease and its treatment from 
their parents (Strube et al., 1991). The attitudes that parents hold toward health 
care may affect the attitudes that their children adopt (Sinnema, 1986). 
Accordingly, a mismatch between the requirements of the CF treatment regimen 
and the attitudes of the patient may reduce functional status, emotional 
adjustment and compliance (Strube, 1991). If children adopt the health care 
attitudes of their parents, then it becomes more important to educate parents as
149
Year 2 Research chapter: Small scale research & Research on placement
well as children regarding the attitudes that are most conducive to effective CF 
management (Strube et al., 1991). If children do not model their parents health 
care attitudes, then separate educational programs for parents and children may 
be necessary (Strube et al., 1991).
Although there have been a number of studies in the last decade looking at 
compliance - specifically where CF is concerned, (Gudas et al., 1991; Passero et 
al., 1980; Geiss et al., 1987; Czajkowski et al., 1987) offers of psychological 
models for compliance are few. And are composed of issues such as parental 
over protection and children's need to hold on to dependent relationships. It has 
been observed (Spock & Stedman, 1966; Troupauer et al., 1970; Leiken & 
Hasskis, 1973; Cappelli et al., 1989) that over parental protection has been 
present in behaviourally maladjusted children with CF. Perhaps this 'over 
protection' factor may be accountable for children / adolescents who refuse to 
actively comply with health regimes. Non compliance could then be seen as an 
active model for regaining this type of relationship on the child or adolescents 
part.
Following a review of studies in the above-mentioned areas, results from some of 
the studies have been rendered inconclusive for a number of reasons. 
Methodological problems such as small sample populations, lack of comparison 
groups, subjective clinical observations, and / or psychological assessments of 
questionable reliability and validity have all been present in most studies 
reviewed (Drotar et al., 1981).
1.5 Illness representations and cognition’s:
The different ways in which people respond to the effects of any disease has been 
described as 'illness behaviour' (Mechanic, 1962). The illness behaviour itself is 
affected by cognition’s and belief systems, the awareness of physical symptoms 
and complaints, tolerance to symptoms and subsequent threshold to disability 
(Brown et al., 1994). Little is known about illness health behaviour and 
cognition’s in childhood (Turk et al., 1982).
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In recent years health psychologists have focused upon these illness cognition’s 
and have suggested that in order to make sense of and respond to illness and its 
associated problems, patients (and their families) create their own models or 
representations of their illness (Weinman, 1996). The most influential theoretical 
framework adopted in this work is the self-regulation model of Levanthal et al., 
(1985) who proposed that patients' illness representations are based around 
distinct components which, in turn, determine coping. Thus they maintain that 
each patient will have their own ideas about the identity, cause and time line, and 
consequences of their illness. Levanthals' model then suggests that individuals 
may show consistent beliefs about their illness that can be used to make sense of 
their illness and help their understanding of any developing symptoms. 
Levanthals’ original methodology for investigating beliefs about illness was via 
interview and experimental research. This method however is time consuming 
and expensive. Lau et al., (1989) propose that patient's models also incorporate 
beliefs about cure and controllability of the condition.
Weinman et al., (1996) developed a questionnaire based on the self-regulatory 
model of illness behaviour. This questionnaire can be adapted for differing 
clinical groups and is time effective, making it a viable tool for large sample 
numbers. The questionnaire is composed of five sub-scales assessing 'identity', 
'cause', 'timeline', 'consequences', and 'cure control' elements of their illness 
perceptions. Research across differing clinical conditions have shown these sub­
scales to be consistent and valid measures of illness perception (Skelton & 
Croyle 1991).
The illness perception questionnaire sub-scales assess;
1). Identity - the symptoms patient's associate with their CF.
2). Cause - personal ideas about aetiology (patients may hold illness 
representations that imply differing causal models - such as some believing its 
cause as being internal {e.g. a virus} while others believing an external cause 
{e.g. pollution or psychosocial cause such as stress}).
3). Time-line - the perceived duration of the illness and whether it is acute or 
chronic.
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4). Consequences - expected effects and outcome (- the patients' perceptions of 
the possible affects of their illness upon their life).
5). Cure control - how one controls or recovers from the illness (- the patients' 
beliefs regarding controllability of their by either themselves or powerful others).
Although the components of illness representations are distinct in the sense that 
they can have specific effects on coping and outcomes, they are not necessarily 
independent. Thus there may be very direct links between the identity and 
consequence components or between representations of the cause and control of 
an illness. These representations come into play as soon as patients experience 
initial symptoms and typically change with disease progression, emergent 
symptoms and treatment responses (Weinman, 1996). Levanthal proposes that 
these representations reflect the patients’ cognitive response to symptoms and 
illness, and that the emotional responses are processed in parallel to illness 
representations (Leventhal et al., 1984).
As already discussed, parental attitudes are important moderators in their child's 
adherence to treatment regimes (Strube et al., 1991). Then it may logically 
follow that those parents who have realistic, positive illness representations may, 
in turn, have children who have similar, or matching, illness representations. 
Following Ley’s (1981, 1989) model of compliance, children with high 
understanding and realistic representations of their illness, who report 
satisfaction with their service, and who understand the information offered to 
them regarding their health regime, should be more compliant than those who do 
not.
1.6 Aims of the study:
The purpose of this study was to explore both the level of information that 
parents have regarding their child's CF and their cognitive representations of that 
illness. Secondly, to investigate whether groups of parents share illness 
representations. Thirdly, to see whether parental cognitive representations are 
associated with their adolescents’ cognitive representations. Fourthly, to 
investigate whether cognitive representations were associated with the child's self
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reported compliance to the suggested health regime. Finally, to explore whether 
cognitive representations are associated with perceived quality of life.
1.7 Hypotheses:
Experimental hypotheses:
1). That parental illness representations will be related to their adolescent 
child's illness representations.
2). That those children who comply with their suggested health regime will 
experience a lower perceived quality of life.
3). That adolescents with high illness representation sub-scale scores will be 
more compliant with suggested health regimes.
4). That parents with children under the age of twelve years will have 
differing illness representations from those parents with adolescent 
children.
2. Participants:
The sample population for this study comprised of adolescents (and their parents) 
who presented for treatment at the Kingston Hospital Children’s Cystic Fibrosis 
clinic .All parents attending the clinic agreed to and actually participated in the 
study (n=23: 12 pairs of parents and 1 single parent family). Seven adolescents 
completed IPQ questionnaires and interviews. One adolescent declined - 
although her parents requested to still be included in the study. No adolescent 
who reached the age criteria was excluded. Gender distribution was comprised of 
5 females and 2 males. All participants were Caucasian. Parent - child dyad 
information was obtained for 7 participants (one parent - child dyad being 
obtained from a single parent family). 5 sets of parents (n=10) completed the 
I.P.Q, whose children were below the age criteria of twelve years old. Response 
rate was 100%.
2.1 Age criteria:
In terms of the adolescent sample, the 'floor' for the age criterion was set at 12 
years old, and the 'ceiling' at 18 years. There was no age criteria for parents.
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2.2 Exclusion criteria:
Because the literature describes a personal and family crisis period of 
approximately 1 year following diagnosis (Cowen et al., 1985), only adolescents 
diagnosed at least 2 years earlier were included. Other exclusion criteria 
included: children who had any kind of learning disability, on the grounds that 
the measures would be too complex (and may then risk skewing of results) and 
any patient experiencing significant illness-related symptomatic distress at the 
time of interview (e.g. excessive fatigue, shortness of breath).
3. Measures:
3.1 The Illness Perception Questionnaire (i.p .q  - copy in appendix 9.3):
Illness representations and health beliefs were assessed by the use of a modified 
version of the illness perception questionnaire (IPQ) for CF symptomology. 
Modifications took two forms; initially of adding some medical descriptions of 
symptoms frequently associated with CF (such as abdomen pain, cough and loss 
of strength) to the ‘identity’ scale. Secondly, changing some of the wording on 
the illness perception questionnaires to reflect a response from a parent about 
their child (i.e. changing "My illness will last a short time" to " My child's illness 
will last a short time").
Reliability for IPQ scales:
In terms of reliability, Weinman et al., (1996) provide evidence for internal 
reliability for each scale. The Cronbach Alpha's ranged from 0.73 to 0.82. Test - 
retest reliability following one months' duration was demonstrated to have 
coefficients from 0.68 to 0.84.
Validity for IPQ scales:
The same authors (Weinman et al., 1996) also provide evidence of the scales 
concurrent validity by examining the relationship of each sub-scale to specific 
measures. The 'identity' sub-scale correlates highly with the total disability score 
(0.54) and with self rated health (-0.55). The time line scale correlates highly 
with Likelihood of a future Myocardial Infarction {MI} [in a sample population 
drawn from subjects who suffered with heart disease] (at 0.42). The
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consequences scale correlates with health distress and self-rated health (at 0.53 
and -0.52 respectively) (Weinman, 1996).
Discriminant validity for the IPQ:
Discriminant validity came from differential patterns of sub-scale scores in 
differing clinical groups (those groups being; Diabetes, Rheumatoid Arthritis, 
Chronic Fatigue Syndrome, Long term pain and MI) [Weinman et al., 1996; 
Tables 5 & 6, pp437 - 438].
Predictive Validity:
Predictive validity was assessed by relating baseline scores to outcomes (i.e. 
subjects recovering from first time heart attacks, in terms of rehabilitation and 
return to work) [Weinman et al., 1996; Table 7; pp 440].
3.2 The Passero (1980) self reported compliance survey for use with Cystic 
Fibrosis children and adolescents (copy in appendix 9 3):
Compliance with medical regime was measured by using the Passero et al., 
(1980) self reported compliance scale. This scale focuses on appointment 
keeping, vitamins, chest physiotherapy and diet. Answers were self reported and 
choices were either "regularly", "regularly with lapses up to one month" and 
"irregularly with lapses of more than one month". This assessment tool has been 
found to successfully discriminate compliant from non-compliant children 
(Passero et al., 1980).
3.3 The Quality of life scales (questions 9-12 & 15-17 regard impact on quality of life/school and 
questions 22-25 regard affect on family life, in appendix 93):
Quality of life / impact of illness scales were modified from Jacobson et al., 
(1994) Diabetes quality of life scales. These questions included areas regarding 
worries about school attendance and performance, and affect on family lifestyle, 
specifically aimed at adolescents. Answers were given on a 6-point scale ranging 
from not at all, moderately, fairly, very, extremely, and can't say. These measures 
have been found to be a useful measure of psychological outcomes in clinical
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trials designed with a view to improving patient's quality of life rather than just 
treating their medical problem (Jennings et al., 1991).
Reliability for Quality of life scales:
The inter correlation’s between the quality of life sub-scales and Cronbach alpha 
coefficients were seen to be similar to previous studies carried out by the same 
author. The test retest reliability had high test-retest correlations in the 0.78 to 
0.92 range (Jacobson et al., 1988; 1994). These results were based upon a retest 
basis approximately one week following the original test.
Validity for Quality of life scales:
Two studies were specifically designed to validate the quality of life scale 
measure (Jacobson et al., 1994). In addition, other studies using the scale 
provide information about the aspects of the measure's validity (Selam et al., 
1992; Nathan et al., 1991; Lloyd et al., 1992).
Face Validity:
This was originally addressed during the initial development of the measure 
(Jacobson et al., 1988; 1994). The quality of life scale was developed by 
reviewing relevant psycho-social literature in Diabetes, utilising the experience 
of nurses, physicians and behavioural scientists, by review and pre testing the 
scale patients (Jacobson et al., 1994).
3.4 Factual Knowledge Questions and Open Ended Questions Regarding 
Service & Health Regime (copy in appendix 9.3):
Finally some open-ended questions were generated by the CF team at Kingston 
Hospital. These questions (both open ended and multiple-choice answers) 
assessed the degree of knowledge and understanding of the child's illness and 
were factual in nature, such as "what medications do you take for your CF"? 
Areas focused upon were; medications, diet, physiotherapy (i.e. preferences and 
dislikes), and health comparison questions (i.e. “Is your CF better than some 
other peoples ? If so in what ways?") and questions regarding the effect of their 
CF on their social activities. High scores for ‘medications’ variable reflect 
accurate, objective knowledge of illness (Gudas et al., 1991)
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4. Procedure (copies of information sheets and consent forms are available in Appendix 9.3):
Patients who met the entry criteria were approached during routine clinic visits. 
Each patient and available parent was given a brief explanation of the study, 
before obtaining formal written consent from all parties. Prior to implementation 
of the interview and questionnaire parents were given the choice to view all 
measures. Families were encouraged to discuss confidentiality of the interview 
material and in all cases decided among themselves prior to the implementation 
of the measures as to whether parents would be present or be able to view their 
child's responses. All families agreed not to access their child's responses. Only 1 
family requested to be present during the interview. For children under the age of 
18 years, both child and parental consent was required.
Following consent (parent and / or patient), the I.P.Q questionnaires were 
completed independently. The interview was then read aloud to the participants. 
Participants were assisted as necessary to assure their understanding of all 
questions. Parents, who elected to be absent during the interview, were given 
their I.P.Q questionnaires with stamped addressed envelopes to complete at their 
leisure. Both the compliance and quality of life scales were administered within 
the interview schedule.
5. Statistical methodology:
In order to determine type of test (parametric vs. non-parametric) and suitability, 
frequency histograms, means, variance and standard deviations were determined 
for each measure, using the sub-scale composite scores, (the histograms for the 
IPQ sub-scales can be found in appendix 9.4). To calculate internal consistency 
of the IPQ scales used the Cronbach’s Alpha generalisation equation was used 
(raw data for Cronbach’s alpha can be found in appendix 9.1) as scores were 
obtained from rating scales. As would be expected with a procedure designed to 
estimate internal consistency, alpha is related to the average of all the inter-item 
correlations. The higher the correlation between the items, the greater the internal 
consistency. In other words, the reliability of the test is related to the 
homogeneity of the items with one another
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The histograms suggest that all of the IPQ sub-scales are relatively normally 
distributed. However, the other measures (the Jacobson quality of life scales 1 & 
2 and the Passero compliance scale) do not reflect such distribution. The 
histogram of the distribution of the Passero Compliance scale scores suggest that 
its distribution is negatively skewed. Perhaps this is due to the fact that the 
adolescents in the sample seemed to fall into either a highly compliant or highly 
non-compliant category. The histogram of the Jacobson quality of life scales 
displays a positively skewed distribution. These questions are concerned with 
impact on school and social life. Most responses either reported little or high 
impact, with no intermediate responses. It is due to these population distributions 
and the relatively small sample numbers that a descriptive, qualitative analysis 
method was chosen. A Multidimensional scalogram analysis (M.S.A) was 
employed to investigate where / how close parents and their adolescent children's 
illness perceptions lie.
The M.S.A (Lingoes, 1968) is a technique that allows the relationship between 
each variable or classification, and the items themselves with respect to those 
variables, to be presented in one visual coherent summary. The M.S.A plots each 
item as a point in geometric space (Breakwell et al., 1995). It attempts to find a 
configuration of points so that the plot can be divided in to clear regions which 
distinguish the items on the basis of each of the variables. In effect this means 
that the more qualities two items have in common, the closer together they are in 
the plot.
To investigate the relationship between the illness perception sub-scales, 
compliance and quality of life, the Product - moment correlation, Spearman's 
Rho, was used. This test is non-parametric, distribution free and is generally used 
with small samples that do not reach the strict assumptions needed for parametric 
tests in general.
To support the findings of both the M.S.A and the Product - moment 
correlation’s, cluster analysis was carried out to explore any underlying 
structures that the data may have had and to group the variables in to discrete 
clusters (Bashfield & Aldenderfer, 1988). Further more, objects within a
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particular cluster will be more similar to each other than to objects in other 
clusters (Breakwell et al., 1995).
6. Results:
6.1: Table 1: Descriptive statistics for the sample population:
Participants: n=
Total number of Parents 23
Total number of Mothers 12
Total number of Fathers 11
Parents with children < 12 years of age: 8
Total Number of Adolescents 7
Total Female: 5
Total Female: 2
6.2: Vitality of measure: Reliability and scale inter-correlation of the IPQ, 
Compliance and Quality of Life Scales:
Internal consistency (using Cronbach’s Alpha generalisation) was calculated for 
each sub-scale of the IPQ. Where alpha is calculated by dividing the number of 
items by number of items minus one, multiplied by the variance observed of the 
item squared, minus the sum of actual variance of the item squared, divided by 
variance observed squared (for actual equation please refer to Breakwell et al., 
1995; pp205). As table 1 below indicates, the internal consistency estimates are 
high for both parental and adolescent illness perceptions. These estimates are 
comparable to figures reported by Weinmann et al., 1996 (n=468 - see table 
below).
Table 2: Internal consistency (Cronbach Alpha) for each sub-scale of the Illness 
Perception Questionnaire Weinmann et al.’s, 1996 findings
Scale variable Alpha Alpha 1 month (Test / 
Retest)
Identity .68 - .82
Time-Line .50 W i l l l w W |w ^ H .49*
Consequences .76 .68**
Control / Cure uriNMHI .68**
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(*p<.0l, ** P<0.01)
The table on the opposite page displays Alpha's ranging from .5026 to .7635. 
These data suggest that the IPQ has good internal consistency. Reliability for the 
Compliance and quality of life scales could not be computed due to the small 
sample population (n=12).
6.3: Examination of research hypothesis 1 & 2 (detailed below):
Comparison of Parental, Parental and Adolescent IPQ scores using 
Multidimensional Scalogram Analyses (an m .s .a  plots found in appendix 9.5):
Plot 1 (detailing all subjects in the research sample): Focuses upon research 
hypothesis 1. That illness representations will be related to their adolescent child’s illness 
representations.
From the overall sample plot 1 it can seen that parents seem to be disparate from 
their adolescent children. Although parent dyads seem to be located together. 
From the variable subplot 'cause' it could be suggested that families that are more 
geographically close reflect internal causality beliefs. The ‘cure’ subplot suggests 
that the people who believe in an external causality also seem to believe in there 
being a cure (or a chance of clinical improvement) for CF. The 'consequences' 
subplot suggests that a small number of people (lx parent dyad and 2 separate 
parents ) share the belief that CF is serious, but also that it is a condition that can 
be improved or has a cure.
Plot 2(detailing Mothers and Fathers with adolescents only):
Focusing upon research hypothesis 1 (as above): }
Again, adolescents do not seem to group with their parents around illness 
representations. Only 2 of the sample were located near to parent. Again parents 
are generally located near to each other, although one triad was highly dispersed 
across the plot. From the variable subplots it was clear to see that of the parents 
with adolescent children (n=20, with 7 adolescents and 13 parents) that 12 
individuals of the sample (3 of which were adolescent) believed the cause of CF 
to be internal (i.e. caused by an inherited gene). The remaining 8 believed the 
cause of the CF to be external (i.e. caused by pollution). The families that 
grouped closest together on the overall plot were also the families who believed
160
Year 2 Research chapter: Small scale research & Research on placement
causality to be internal. The more disparately plotted families lay in the external 
causality part of the subplot. The 'consequences' subplot suggests that a majority 
of adolescents (72%) believe their condition to be serious or life threatening. The 
'cure' subplot displays clearly that 67% of those people who believed CF to have 
an internal cause also believe there is no cure or future clinical improvement. 
The ‘identity’ subplot also displays that all parents with adolescent children 
highly identify with common symptoms reported by individuals with CF.
Plot 3 (detailing parents with younger children only): Focuses upon research 
hypothesis: 4. That parents with children under the age of twelve years will have differing illness 
representations from those parents with adolescent children.
This overall plot suggests that the mothers and fathers with children under the 
age of twelve years (who were excluded as they did not reach the age criteria) are 
all located together in varying degrees. The 'cause' subplot displays that a there is 
a higher number of participants within this population that believe causality to be 
internal than within the overall plot of the entire sample (70% as opposed to 60% 
in the entire sample). The consequences subplot displays that there are 3 
complete parent dyads that reflect matching opinions regarding the fact they 
deem their child CF to be a serious condition, with only one dyad both believing 
that CF is not a serious condition. One parent dyad of this sample believe that 
there is a cure or chance of clinical improvement, and also see the condition as 
not serious. It is only in this population that there are 2 parent dyads observed 
that do not identify any common symptoms associated with CF.
Plot 4: Again focusing upon research hypothesis 4 (as above):
The overall plot suggests that parents with younger children seem to be located 
more closely to each other than parents with older children. Those parents with 
older children seem to be more dispersed around the plot. The subplot of 'cure' 
displays a further division into 3 bands displaying parents who are not sure about 
whether CF is a condition that has a cure. Some of the parents (n=2 or 9%) who 
believe CF to be a short-term illness also believe its cause to be external.
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6. 4 Reported compliance & Quality of life results (focussing upon research hypothesis 2. 
That those children who comply with their suggested health regime will experience a lower quality of life):
Table 3: Order of reported compliance with components of treatment regimen 
for the adolescent population (n=7)
Health regime 
component
Complete
compliance
N= (%)
Partial compliance Poor compliance 
N= (%)
Appointment keeping 6 (86) i (14) ffilSSffliii -
Antibiotics / Meds lllllllllllllllllllllll!l: (86) 1(1111 -
Vitamins I B M H & f l l (86) IIIIIS (14)
Diet (57) M M i ilia -
Chest Physiotherapy (86) M M (14) lllifflffilffll I -
Table 4: Range of composite scores for the Quality of Life scales (1 & 2):
Scale Range of mean scores:
Quality of life (1) 2.22-3.57
Quality of life (2) 1.56-2.43
As can be seen from the table (4) above, the range of scores for the two quality of 
life scales differs. Scores ranged from 2.22 - 3.57 for scale 1 and from 1.56 - 2.43 
for scale 2. Minimum mean scores for either scale were 1 and the maximum 
score being 5. No one adolescent scored over the mean score available. Perhaps 
this could be due to the fact that they have already lived with the condition for a 
number of years and have developed coping strategies that minimise impact on 
both of these areas.
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6. 5 Relationships between Illness perceptions and reported compliance;
(focus upon research hypothesis 3. That adolescents with high illness 
Representations sub-scale scores will be more compliant with suggested health 
regimes):
Table 4: Spearman’s rank correlation coefficients between the Illness 
Perceptions Questionnaire Sub-scales and composite compliance and Quality of 
life scales (1 & 2) scores (n=7):
IPQ sub-scale Compliance: Quality of life (1) Quality of life (2)
‘Consequence* -
(Belief of seriousness)
.46* -.71* !  -56*
‘Time’ -
(Duration of illness)
IBBBHBI -.13
‘Identity’ -
(Identification with 
symptoms).
1 "-39* h m m n m i -.03
‘Control/Cure*-
(Belief in controllability/ 
cure).
-.52* -.13
(* p=0.05 level of significance for two tailed tests. Greene & D’Oliveira 1989). 
In terms of discussion we shall be focusing upon scores of .39 and above (an 
arbitrary level, although all significant at p=0.05). Correlation’s to assess the 
relationships between the sub-scales of the IPQ (Tim e’, ‘Identity’, ‘Cure’ & 
‘Consequences’), compliance and quality of life scales 1 & 2, are shown in table 
4 above. ‘Consequence’ is correlated with both quality of life scales although 
negatively for the first quality of life scale and positively for the second scale. 
This suggests an inverse relationship between belief of serious consequence and 
quality of social life and impact on school life. Consequence is also positively 
correlated with compliance, suggesting that belief of negative consequence was 
associated with high compliance.
Duration of illness was negatively correlated with compliance. Suggestive that 
children who believed their illness was long lived also displayed reduced 
compliance.
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Beliefs regarding control and cure were negatively correlated with both 
compliance and quality of life 1 (affect on school lifestyle). Suggesting firstly; 
that those children who held beliefs that their illness was either controllable or 
had a cure, were less compliant. Secondly, that those children who held strong 
beliefs about control / cure also had a school life that was less impacted than 
those who did not.
‘Identity’ was not correlated with either compliance or quality of life.
6.6 Relationship between Compliance and quality of life;
(Bivariate Correlation’s Spearman’s Correlation Coefficients -  raw data 
can be found in appendix 9.1):
Table 5. Correlation coefficients between Compliance and Quality of Life 
Scales (1 & 2):
Scale Compliance: *
Quality of life (1) |  -.1319
Sig:. 346
Quality of life (2) | -*0913
Sig:. 229
*
(* Spearman's Correlation Coefficients - 2 tailed significance)
The table above displays that there is no significant relationship between quality 
of life (scale 1 or 2) and compliance in this population.
6.7 Cluster Analysis & Icicle Plot of all parents and adolescents in sample : 
Diagram 2: (Vertical Icicle Plot of Cluster Analysis - using Average Linkage in 
appendix 9.2).
Cluster analysis seems to suggest that the sample is broken into 4 discrete 
groups. Following deconstruction of the group members there is no immediately 
obvious variable that links the groups members together - although each group 
does seem to have themes with 4 out of the 5 parental dyads with younger 
children all in one grouping. One suggestion for the observed groupings is based 
upon an underlying coping strategy. Literature suggests a number of multivariate
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models for coping, positing different sets of risk and resistance factors that 
interact to result in differential coping outcomes (Mullins, et al., (1990). 
Hypothesised risk factors include variables such a severity of illness, life stress, 
‘stress’ related to the impact of the condition, and resistance factors such as 
intra-personal coping abilities. The "transactional" coping model is composed of 
these four variables (Mullins et al., 1990).
6. 8 Survey Results regarding service, factual knowledge & health regime: 
Medications:
In general most adolescents questioned knew their medications (72.% / n=5 of 
the sample knew their correct names, 14.% / n=l of the sample knew only 50% 
of medications and their correct names, 14.% / n=l of the sample knew only 
30% of medications and their correct names). No adolescent reported any 
difficulties taking their medications.
58.% / n=4 reported that there were no situations that made it difficult for them to 
take medications suggested. 14.% / n=l reported work situations made it 
difficult, 14.%/ n=l during their social activities and 14.% / n=l if tired
Health Regime: Diet
58.% / n=4 of this sample did take vitamins as suggested by their dietician, 14.% 
/ n=l felt that they were not an important part of their health regime, 14.% / n=l 
reported that they forgot if they 'skipped' breakfast and 14.% / n=l reported just 
forgetting to take them regularly
Preference for type of supplement taken was 100% / n=7 drinks, with no 
participant ever having heard of the choice of a supplement in pudding form. 
Each participant had a different brand of drink (e.g. Frezubin, Fortisip, Injul) and 
one adolescent refused to take a supplement drink. 58.% did take their dietary 
supplements as suggested, however, 28.% reported that they did not take them as 
they tasted awful and 14.% that they drank other drinks that had the same 
calorific value
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The adolescents in the sample generally understood about the need for extra 
calorific intake following exercise (86.% / n=6 did, 14.% / n=l did not) and the 
reason for needing to do this also seemed clear (72.% / n=5 replied that it was 
because of lost calories, 14.% / n=l thought it was because calories were lost 
through sweating and 14.% / n=l replied it was because exercise made you out 
of breath). In general; 72.% / n=5 of adolescents thought that they ate a diet high 
enough in calories, although 14.% / n=l felt that they didn't eat a diet high 
enough in calories and 14.% / n=l felt that this question was not applicable to 
them.
Physiotherapy:
In general the adolescents were highly compliant with chest physiotherapy, 
carrying out daily therapy, with only occasional lapses. 72% / n=5 reported that 
they would carry out more physiotherapy when they were ill and 28% / n=2 
reported that they would not carry out any more physiotherapy than absolutely 
necessary. Only one person reported that they liked physiotherapy as it made 
them feel better. The rest of the sample uniformly reported disliking 
physiotherapy (n= 86% / n=6), and reported that it was the 'worst' aspect of their 
suggested health regime.
Dislikes about physiotherapy were reported as:
28.% / n=2 Disliked the 'spitting up'
28.% / n=2 Reported it as being a general 'hassle'
28.% / n=2 Reported no specific dislike, just the entire routine 
16.% / n=l Disliked the amount of time that it took.
Treatment Regime:
57% / n=4 of the sample felt that it was the combined effects of their suggested 
health regime that made their CF 'better' (maintained). With 14% / n=l reporting 
that they felt that Physiotherapy was the most efficacious part of the regime and 
28% / n=2 reporting that medications were the most efficacious part of the 
regime.
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Health comparison questions:
Generally, all of the adolescents reported that their CF was better in some ways 
than other peoples CF. 71% / n=5 reported that they thought that they felt 
healthier than other people, with the remaining individuals reporting that they 
were taller, or could do more physically. Where this question was reversed, 71% 
/ n=5 replied that it was worse than “others” (28% / n=2 felt that they took more 
medications than other people with CF and 43% / n=3 reported that they thought 
that they might feel more depressed than others). With the remaining 28% / n=2 
reporting that they did not feel that their CF was 'worse' than others with the 
same condition.
Social Life:
100% of the sample reported that they regularly attend parties and discos, with 
86% / n=6 reporting that they would still attend if they knew that the place would 
be likely to be smoky. In general the adolescents did not exclude social events 
for reasons such as smoke, (72% / n=5), with 28% / n=2 reporting getting 
annoyed if they have to miss an event. The sample reported that 72% / n=5 had 
tried alcohol and that only 14% (n=l) was worried that drinking may affect their 
health. One person in the sample reported having regularly smoked (reporting 
that the reason they tried / started smoking was due to peer pressure), whilst the 
rest of the sample were against the idea of ever trying.
Sport / Exercise
100% of the sample reported that they engaged in a wide range of regular 
exercise with 2 people swimming, and the others participating in walking, 
weight training, dancing and cycling. All of the sample were encouraged by their 
parents to take regular exercise (with 57% / n=4 being encouraged by their 
mothers and 43% / n=3 by their Fathers). On the whole, the adolescents liked the 
fact that they were encouraged (72% / n=5), but 28% / n=2 did report that it 
annoyed them that one of their parents consistently encouraged them.
In terms of what parts of the individuals' lifestyle maintained their CF 43% / n=3 
reported regular exercise, and equal proportions (4 x 14% / n= 4 x 1) reported 
diet, peer support, family support and nothing.
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Finally when questioned as to whether CF held any advantages, the adolescents 
reported that 42% / n=3 felt that they could "get out of things" if they wanted to. 
With equal reports (4 x 14% / n=4 xl) reporting that they had to grow up more 
quickly, got financial benefits (Disability living allowance), got holidays from 
charities and one person reported no advantages.
7. Discussion:
It should be clearly stated that any analysis drawn from a sample size that 
comprises of such a small number of participants, should be regarded with 
caution, as error and bias may be over represented within such results.
Illness perceptions:
The M.S.A Plot 1 displays that adolescents are not located near to their parents in 
terms of the 5 scales of cause, identity, consequence, cure or time-line. There 
does not seem to be any evidence that suggests that adolescents group more 
closely with one type of parent than another (such as group more closely to 
mother as opposed to fathers for instance). Visual data from this plot then, 
suggests that there is no relationship between parental illness representation and 
adolescent illness representation (and that the null hypothesis 1 is accepted). This 
is surprising in terms of Emison et al's., (1996) research that suggests that adult 
illness attitude patterns emerge in later childhood and adolescence. One would 
suggest then, from evidence such as Emison et al’s, that adolescents would have 
more ‘adult’ illness perceptions. Adolescents with CF have a great understanding 
and factual knowledge of their illness, and one would hypothesise that they 
would reflect more adult / parental illness representations.
The M.S.A plot 4 suggests that parents with children below the age of the entry 
criteria (i.e. below twelve years old) do have differing illness perceptions from 
those parents with older children (and that the experimental hypothesis 4 is 
accepted). Perhaps this is due to the fact that parents with younger, or newly 
diagnosed, children have had less time to collate, or understand, information they 
have been given about CF. Also these parents may have had less contact with 
medical professionals, who would supply the relevant information from which 
their perceptions of the illness will be formed. It would be interesting to study
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the issue of parents with children who have been newly diagnosed as having CF, 
illness perceptions, in comparison to parents with older children who have been 
diagnosed for some time, in future research.
Compliance:
These data support the view that CF patients are a generally compliant group 
with respect to treatment (Gudas et al., 1991; Meyers et al., 1975). The level of 
compliance for these adolescents was particularly high in all areas of compliance 
(appointment keeping, medications, vitamins and chest physiotherapy) at 86% 
except for maintenance of suggested diet (which was at 57% compliance). This 
reduced compliance level with diet is supportive of Passero et al's., (1981) earlier 
findings. These data do not however, support Gudas et al’s earlier finding that 
adolescents are less compliant with their suggested health regime. These findings 
are in support of Zeltzer et al's (1980) studies' which suggest that adolescents 
with CF are indeed highly compliant with health regimens, attributed to the fact 
that there are often immediate negative consequences to non-compliance. The 
displayed reduced compliance levels in this sample may well be explained by 
this point, as neglecting the suggested diet may not have an immediate negative 
consequence
The relationship between compliance and impact of CF on both family lifestyle 
and quality of life whilst at school was non significant, highlighting the complex 
interplay among multiple factors involved a CF adolescents response to medical 
regimen. Therefore, these data suggest that there is no relationship between 
compliance and perceived quality of life (and the null hypothesis 2 is accepted).
Illness perceptions were, in part, related to levels of compliance (therefore the 
null hypothesis 3 is both accepted and rejected concurrently). These data display 
a positive correlation between consequence and compliance. Perception of a 
serious consequence of their illness resulted in high compliance ratings, as would 
be expected from a population with high knowledge of their potentially fatal 
condition.. These data also displayed that there was a negative correlation 
between how much a child identifies with their illness (in terms of symptoms) 
and compliance. This finding is surprising as those children who see their illness
169
Year 2 Research chapter: Small scale research & Research on placement
in a tangible way (i.e. through increased symptoms) one would expect that CF 
children would become more compliant, in effect, to lengthen their longevity. A 
negative correlation was noted between ‘control / cure’ and compliance. Those 
adolescents who perceived their illness as controllable (or as in one case as 
having a cure) were also less compliant than those who did not. Perhaps high 
scores on this IPQ sub-scale indicate a level of optimism as knowledge of their 
condition was high in this population. These findings would support the 
hypothesis that adolescents with high illness representations sub-scale scores 
would be more compliant with suggested health regimes. However, the non­
significant relationships between the sub-scale of duration of illness (‘time’) 
would suggest that there was no relationship between this sub-scale and 
compliance (hence accepting the null hypothesis).
Factual knowledge and service interview:
Following meetings and discussions with all members of the team, Richard 
Wilson (Consultant Paediatrician) agreed that this research project would service 
a dual purpose. Firstly that it would give the team a broader picture of how the 
children in their care were affected by their health regime, and what beliefs both 
the children and their parents held about their condition. And secondly it would 
help the team identify what areas of service needed to be improved, or indeed set 
up.
Service questions were divided in to five distinct areas; diet, chest physiotherapy, 
health comparison, social life and exercise. The purpose of these questions was 
to investigate how adolescents managed to fit the suggested health regime around 
their lifestyle. A copy of this report has been sent to the team for their 
consideration for future use at their annual service review. It was hoped that it 
would outline which parts of the service were less tolerable for both the children 
and the parents, so that any needs that were consequently identified could be 
built in to the future service offered by the team.
In terms of diet, adolescents displayed an active preference for dietary 
supplements and reasons for non-compliance with such were passive (such as* 
forgetting to take their vitamins). Interestingly, although diet, was in the main
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adhered to, it was also an aspect of the health regime that was not thought to 
make the child particularly better. This is in direct conflict with experimental 
evidence (Corey., 1988) who’s study supported the hypothesis that good diet and 
growth are directly related to pulmonary function and survival in CF individuals. 
In terms of suggested health regimen a high percentage felt that they were 
actually complying with the suggestions of the CF team and their personal 
regime. Where efficacy was concerned, only 57% felt that their regimen actually 
made their CF better / maintained.
The most disliked aspect of the suggested health regimen was chest 
physiotherapy (n = 86%) Which many disliked due to the 'product' (spitting up) 
and the amount of time that it took daily.
In terms of exercise, (regular exercise is strongly recommended by the team), 
100% of the sample report taking regular exercise. The team had suggested when 
generating these questions that some of the adolescents felt under great pressure 
to have an active sport element to their social time and this supported by the 
survey results.
The service interview clearly displayed that most of the children in the Kingston 
hospital CF population believed that they were compliant with their regime. 
Questions regarding future services that are raised by this part of the interview 
comprise of:
* Could dietary input be increased by monitoring individuals’ preferences for 
dietary supplements and building child oriented recipes around these?
* Could physiotherapy be made less disliked and time consuming?
* To help parents acknowledge that whilst exercise helped to maintain good 
general health, parents should be facilitative of this and not exert pressure on the 
child to participate.
The service / factual knowledge interview demonstrates quite clearly that the 
adolescents' factual knowledge of medications and their administration, dietary 
supplements, chest physiotherapy and reasons for such, is high in this CF sample 
(as reflected in the literature: Gudas et al., 1991).
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In general the survey suggests that the adolescents in this sample have a balanced 
view of their illness in terms of comparison with other children of their age with 
CF.
Criticisms:
Reliability / validity of scales:
The IPQ measure, whilst demonstrating good internal reliability, could be further 
modified with younger children / adolescents in mind. Many of the participants 
commented on wording of the items, expressing difficulty with some words and 
phrases. Parts of the I.P.Q is, perhaps, too complex for children and adults with 
lower language or cognitive skills to comprehend.
The Jacobson Quality of life measures (1 & 2) and the Passero Compliance 
survey (whilst the latter originally demonstrated good internal reliability and 
validity) could not be analysed as to their reliability for this sample as the scale 
was too small in number. This means that there is no evidence that these scales 
are internally consistent or valid.
7.13 Conclusions:
These data suggest that adolescents do not reflect their parents' illness 
perceptions and are indeed disparate from them. Data analyses displayed that 
whilst some illness perceptions are related to self-reported compliance levels 
(those variables related being beliefs about cure and consequences) the other sub­
scales of identity, time-line and cause are not. Self reported compliance is not 
related to quality of life in terms of impact on every day life and satisfaction with 
school / work performance / life in this sample. However, the M.S.A for all 
parents in the sample seems to display that parents with younger CF children do 
have differing illness perceptions from those with older CF children.
Finally, whilst adolescent CF children do display high factual knowledge 
regarding their condition and high levels self reported compliance, they also 
report that they are less likely to actively (or passively) comply with health 
regime suggestions if they a), take up too much time, b). interfere with their 
social life or c). involve unpleasant methods. Only half the adolescents in the
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sample believe their regime to maintain or make their GF better. As diet has been 
shown to be so important in maintaining good health in CF individuals, perhaps a 
future investment into promoting this service would firstly increase the child’s 
and parent’s knowledge about the nature of CF. And secondly, continue to 
highlight the nature and importance of continuing adherence to their suggested 
health regime, to hopefully modify this samples belief that their regime does not 
maintain or make their condition better.
Another issue that has been highlighted by this research is that some of the 
parents with younger CF children (perhaps those that had been relatively newly 
diagnosed) held misperceptions about the condition of CF. Perhaps these parents 
were still moving through a bereavement process, and so did not fully take in, or 
comprehend, the information given to them initially (or subsequently). A 
suggestion, therefore, for future services could be that a service protocol is 
developed regarding parents of newly diagnosed CF children outlining what 
point(s) and how much information is given to them.
Beneficial future research could be aimed at investigating why some groups of 
parents hold misperceptions about their child’s illness, and how best the service 
offered may address their needs.
173
Year 2 Research chapter: Small scale research & Research on placement
8. References:
Bashfield, R.K., & Aldenderfer, M.S. The methods and problems o f cluster 
analysis. Cited in: Breakwell, G.M., Hammond, S., & Fife - Shaw, C. (1995) 
Research Methods in Psychology. Sage: London
Breakwell, G.M., Hammond, S., & Fife - Shaw, C. (1995) Research Methods 
in Psychology. Sage: London
Brown, C., Rowley, S., & Helms, P. (1994) Symptoms, health and illness 
behaviour in cystic fibrosis. Social Science and Medicine. Vol:39,375-379.
Campbell, T. (1993) Impact offamily factors on childhood illness. Family 
Systems Medicine, Vol:ll(4), 433-435.
Cappelli, M., McGrath, P., MacDonald, N., Katsanis, J., & Lascelees, M.
(1989) Parental care and over-protection o f children with Cystic Fibrosis. 
British Journal of Medical Psychology. Vol:62,281-289.
Chase, E., Long, M., & Lavin, M. (1979) Cystic Fibrosis and malnutrition. 
Journal of Paediatrics, Vol:95,337-344.
Corey, G. (1988) ^ 4 comparison ofsurvival' growth and pulmonary function in­
patients with Cystic Fibrosis in Boston and Toronto. Journal of Epidemiology, 
Vol:41,583-591.
Cowen, L., Corey, M., & Keenan, N. (1985) Family adaptation and 
psychological adjustment to Cystic Fibrosis in the pre school child. Social 
Science and Medicine, Vol:20,553-560.
Czajkowski, D., & Koocher, G. (1987) Medical compliance and coping with 
Cystic Fibrosis. Journal of Child Psychology and Psychiatry, Vol:28(2), 33- 
319.
Drotar, D., Doershuk, C.F., Stem, R.D., Boat, T.F., Boyer, B.S., & Matthews, L. 
(1981) Psychosocial functioning o f children with Cystic Fibrosis. Paediatrics. 
Vol:67(3), 338-343.
Eiser, C., Zoritch, B., Hiller, J,. Havermans, T., & Billig, S. (1995) Routine 
stresses in caring for a child with Cystic Fibrosis. Vol:39(5), 641-646.
Emison, M., Benjamin, S., Shortall, A., & Woods, T. (1996) Physical 
symptoms and illness attitudes in adolescents: An epidemiological study. 
Journal of Child Psychology and Psychiatry. Vol:5,519-528.
Gayton, WF., & Friedman, S.B. (1973) Psychosocial aspects o f Cystic 
Fibrosis; A review o f the literature. American Journal of Diseases of 
Childhood. Vol:126,856-869. Cited in: Drotar, D., Doershuk, C.F., Stem, 
R.D., Boat, T.F., Boyer, B.S., & Matthews, L. (1981) Psychosocial functioning 
o f children with Cystic Fibrosis. Paediatrics. Vol:67(3), 338-343.
174
Year 2 Research chapter: Small scale research & Research on placement
Geiss, S., Hobbs, S., Hammerley-Maercklein, G., Kramer, J., & Henly M.
(1992) Psychosocial factors related to perceived compliance with Cystic 
Fibrosis treatment. Journal of Clinical Psychology, Vol:48(l), 99-103.
Greene, J., & D’Oliveira, M. (1989) Learning to use statistical tests in 
psychology. Open guides to psychology, Open University Press, Milton 
Keynes. ppl79.
Gudas, L., Koocher, G., & Wypji, D. (1991) Perceptions o f medical 
compliance in children and adolescents with Cystic Fibrosis. Developmental 
and behavioural paediatrics, Vol:12(3), 236-242.
Haynes, R.B., Sackett, D.L., & Taylor, D.W (Eds) Compliance in health care. 
Baltimore MD: John Hopkins University Press.
Jacobson, A., De Groot, M., & Samson, J. (1994) The evaluation o f two 
measures o f quality o f life in-patients with type 1 and type 2 Diabetes Mellitus. 
Diabetes Care, Vol:17(4), 14-21.
Leiken, S.K., & Hasskis, P. (1973) Psychological study ofparents o f children 
with Cystic Fibrosis. Cited in E.J. Anthony & C. Koupemik (Eds), The child in 
his family: The impact of disease and death, pp49-57. New York: Wiley.
Lingoes, J.C. (1968) The multivariate analysis o f qualitative data.
Multivariate Behavioural Research. Vol:3,61-94.
Lewis, K., Murdoch, S., Talbot, J., Bradley, C., & Ward, J. (1991) Randomised 
trial comparing subcutaneous insulin infusion and conventional insulin therapy 
in type 2 Diabetic patients poorly controlled sulphonylureas. Diabetes Care, 
Vol.*14, 738-744.
Ley, P. (1989) Improving patient's understanding, recall, satisfaction and 
compliance. In A. Broome (Ed.), Health Psychology. London, Chapman & 
Hall.
Llyod, C.E., Matthews, K.A., Wing, R.R., & Orchard, TJ. (1992) Psychosocial 
factors and complications o f IDDM. Diabetes Care. Vol:15(2), 166-172. Cited 
in: Jacobson, A., De Groot, M., & Samson, J. (1994) The evaluation o f two 
measures o f quality o f life in-patients with type 1 and type 2 Diabetes Mellitus. 
Diabetes Care, Vol:17(4), 14-21.
Llyod-Still, J. (1983) Textbook o f Cystic Fibrosis. Littleton, M.A: John 
Wright., PSG Publishers.
Leventhal, H., Nerez, D. (1985) The assessment of illness cognition. In P. 
Karoly (Ed) "Measurement strategies in health psychology", pp517-555. New 
York, Wiley.
175
Year 2 Research chapter: Small scale research & Research on placement
Leventhal, H., & Steele, D. (1984) Illness representations and coping with 
health threats. In A. Baum, S.E. Taylor, and J.E. Singer (Eds) Handbook o f 
psychology and health. VoI:IV: Social aspects of health. pp219-252. 
Hillsdale, NJ. Earlbaum.
Lau, R., Bernard, J., & Hartman, K. (1989) Further explanations o f common 
sense representations o f common illness. Health Psychology, Vol:8,195-219.
Lawler, R.H., Nakielny, W., & Wright, N.A. (1966) Psychological implications 
o f Cystic Fibrosis. Canadian Medical Association Journal, Vol:94,1043- 
1046. Cited in : Mullins, L.L., Olson, R.A., Reyes, S., Bemardy, N., Huszti, H., 
& Volk, RJ. (1991) Risk and resistance factors in the adaptation ofMothers o f 
children with Cystic Fibrosis. Journal of Paediatric Psychology. Vol:16(6), 
701-715.
Litt, F., & Cuskey, W. (1980) Compliance with medical regimens during 
adolescence. Paediatric Clinical Psychology of North America. Vol:27,3-15.
Matthews, L., Drotar, D. (1984) Cystic Fibrosis - a challenging long-term 
chronic disease. Paediatric Clinical Psychology of North America. Vol:31, 
133-152.
Mechanic, D. (1962) The concept o f illness behaviour. Journal of Chronic 
Diseases. Vol: 15,189-194.
Mechanic, D., & Hansell, S. Adolescent competence, psychological well being 
and self assessed physical health. Journal of Health and Social Behaviour. 
Vol:28,364-374. Cited in: Brown, C., Rowley, S., & Helms, P. (1994) 
Symptoms, health and illness behaviour in cystic fibrosis. Social Science and 
Medicine. Vol:39,375-379.
Meyers, A., Dolan, F., & Meuller, D. (1975) Compliance and self-medication 
in Cystic Fibrosis. American Journal of Disabled Children. Vol: 129,1011- 
1014.
Meyerowitz, J.H., & Kaplan, H.B. (1967) Familial responses to stress: The 
case o f Cystic Fibrosis. Social Science and Medicine. Vol:l, 249-266.
Mullins, L.L., Olson, R.A., Reyes, S., Bemardy, N., Huszti, H., & Volk, R.J. 
(1991) Risk and resistance factors in the adaptation o f Mothers o f children with 
Cystic Fibrosis. Journal of Paediatric Psychology. Vol:16(6), 701-715.
Nathan, D.M., Fogel, H., Norman, D., Russell, P.S., Tolkoff-Rubin, N., 
Delmonico, F.L., Auchin-Loss, H., Camuso, J., & Cosimi, A.B. (1991) Long 
term metabolic and quality o f life results with pancreatic /  renal transplantation 
in insulin-dependent diabetes mellitus. Transplantation. Vol:52(l), 85-91. 
Cited in: Jacobson, A., De Groot, M., & Samson, J. (1994) The evaluation o f  
two measures o f quality o f  life in-patients with type 1 and type 2 Diabetes 
Mellitus. Diabetes Care, Vol:17(4), 14-21.
176
Year 2 Research chapter: Small scale research & Research on placement
Ogden, J. (1996) Health psychology: A textbook. Open University Press: 
Buckingham.
Passero, M., & Remor, B., & Salomon, M. (1980) Patient reported 
compliance with Cystic Fibrosis therapy. Clinical Paediatrics. Vol:2(4), 264- 
268.
Rappoff, M.A., & Christopherson, E. (1982) Compliance with paediatric 
patients with medical regimens: a review and evaluation. In R.B. Stuart (Ed), 
Adherence, compliance and generalisation in behavioural medicine. NY: 
Brunner / Mazel. pp79-124.
Sanders, M., Gravestock, K., Wanstall, A., & Dunne, M. (1991) The 
relationship between children's treatment related behaviour problems, age and 
clinical status in Cystic Fibrosis. Journal of Paediatric Child Health. Vol:27, 
290-294..
Selam, J.L., Micossi, P., Dunn, E., & Nathan, D.M. (1992) Clinical trial o f 
programmable implantation insulin pump for type 1 Diabetes. Diabetes Care. 
Vol:30,473-483. Cited in: Jacobson, A., De Groot, M., & Samson, J. (1994) 
The evaluation o f two measures o f quality o f life in-patients with type 1 and type 
2 Diabetes Mellitus. Diabetes Care, Vol: 17(4), 14-21.
Skelton, J., & Croyle, R. (1991) Mental representation in health and illness. 
pp247-272. NY: Springer Verlag.
Spock, A., & Steadman, D .J. (1966) Psychological characteristics o f children 
with Cystic Fibrosis. North Carolina Medical Journal. Vol:82,380-390.
Cited in: Cappelli, M., McGrath, P., MacDonald, N., Katsanis, J., & Lascelees, 
M. (1989) Parental care and over-protection o f children with Cystic Fibrosis. 
British Journal of Medical Psychology. Vol:62,281-289.
Strauss, G., & Wellisch, D., (1981) Psychological adaptation in older Cystic 
Fibrosis patients. Journal of Chronic Diseases. Vol:34,264-270.
Strube, M., Smith, J., Rothbaum, R., & Solelo, A. (1991) Measurement o f  
health care attitudes in Cystic Fibrosis patients and their parents. Journal of 
Applied Social Psychology. Vol:21(5), 397-408.
Troupauer, A., Franz, M.A., & Dilgard, V.W. (1970) Psychological aspects o f  
the care o f children with Cystic Fibrosis. American Journal of Diseases of 
Children. Vol:119,424-432.
Turk, J. (1967) Impact o f Cystic Fibrosis on Family Functioning. Paediatrics. 
Vol:34,67-71.
Turk, D.C, & Kerns, R.D (Eds) Health, illness andfamilies. New York:
Wiley. Cited in: Brown, C., Rowley, S., & Helms, P. (1994) Symptoms, health 
and illness behaviour in cystic fibrosis. Social Science and Medicine. Vol:39, 
375-379.
177
Year 2 Research chapter: Small scale research & Research on placement
Walker, L.S., Ford, M.B., Donald, W.D. (1987) Cystic Fibrosis andfamily 
stress: Effects o f age and severity o f illness. Paediatrics. Vol:79,239-246.
Walker, L., Van Dyke, D.A., & Newborough, J.R. (1992) Family resources 
and stress: A comparison o f families with Cystic Fibrosis, Diabetes, and Mental 
Retardation. Journal of Paediatric Psychology. Vol:17,327-343.
Waring, W.W. (1976) Current management o f Cystic Fibrosis. Advanced 
Paediatrics. Vol:23,401-413.
Weinman, J., Petrie, K., Moss-Morris, R., & Home, B. (!996) The illness 
perception questionnaire: A new methodfor assessing the cognitive 
representation o f illness. Psychology and Health. Vol:11,431-445.
Wright, B. (1960) Physical disability: a psychological approach. NY: Harper 
& Row.
Zeltzer, L., Ellenberger, L., & Rigler, D. (1980) Psychological affects o f illness 
in adolescents. 11. Illness in adolescents - crucial issues and coping styles. 
Journal of Paediatrics. Vol:97,132-137.
178
Year 2 _______________ Research chapter: Small scale research & Research on placement
Appendix: 9.1: Raw data analyses:
Cronbach Alpha’s / Spearman’s Correlation
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Item-total Statistics
Scale Scale Corrected
Mean Variance Item- Alpha
if Item if Item Total if Item
Deleted Deleted Correlation Deleted
PAIN 23.9667 27.8954 .4366 .7229
SICK 24.1667 28.2816 .2852 .7304
BREATHLE 23.5667 27.1506 .5621 .7141
WEIGHTLO 23.7333 27.0299 .3532 .7233
FATIGUE 23.7000 27.7345 .3013 .7283
STIFFJOI 24.4667 27.9126 .3417 .7264
SOREEYES 24.5000 27.2931 .4780 .7177
HEADACHE 23.8667 26.6713 .3482 .7233
STOMACHA 23.3667 27.5506 .4419 .7205
SLEEPDIF 24.2000 25.9586 .5244 .7076
DIZZINES 24.5667 27.9092 .5022 .7214
STRENGHT 23.9333 18.2023 .3727 .8089
ABDOPAIN 23.8333 25.6609 .5915 .7022
COUGH 22.6667 24.9885 .5306 .7026
Reliability Coefficients
N of Cases = 3 0 . 0  N of Items = 14
Alpha = .7378
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H A)
A N A L Y S I S S C A L E
Item-total Statistics
Scale 
Mean 
if Item
Item
Deleted
IP11
IP12
IP13
Deleted
3.1000
3.1000 
3.3333
Scale 
Variance 
if Item
Deleted
1.6103
1.9552
3.4023
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Total
Correlation
.4236
.3718
.2193
Reliability Coefficients 
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.1999
.3057
.5541
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H A)
S C A L E ( A L P
Item-total Statistics
Scale Scale Corrected
Mean Variance Item- Alpha
if Item if Item Total if
Item
Deleted Deleted Correlation
Deleted
IP14 17.7333 24.9609 .4729 .7365
IP15 17.2333 22.2540 .7284 .6829
IP16 16.2667 28.8920 .1296 .7984
IP17 16.9667 21.4816 .6139 .7028
IP18 16.6000 24.5241 .5099 .7291
IP19 16.5000 23.5690 .5401 .7218
IP20 16.3000 24.4931 .4166 .7493
Reliability Coefficients
N of Cases = 3 0 . 0  N of Items = 7
Alpha = .7635
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R E L I A B I L I T Y  A N A L Y S I S  -  S C A L E
H A)
Item-total Statistics
Item
Deleted
IP21
IP22
IP23
IP24
IP25
IP26
Scale 
Mean 
if Item
Deleted
12.7333
14.5667 
14.4333 
12.7000
14.5667 
14.0000
Reliability Coefficients 
N of Cases = 30.0
Alpha = .5293
Scale 
Variance 
if Item
Corrected
Item-
Total
Deleted Correlation
10.2023
9.7023
10.1161
8.9069
11.9782
7.4483
.2456
.3371
.3452
.3711
-.0718
.5348
N of Items =
( A L P
Alpha
if
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.4605
.4333
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.3225
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Reliability Coefficients 
N of Cases = 30.0
Alpha = .67 61
N of Items = 11
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Appendix 9.2 : Hierarchical Cluster Analysis.
* * * * * * * * * * * * * p r o x i m i t i e s * * * * * * * * * * * * * *
Data Information
30 unweighted cases accepted.
0 cases rejected because of missing value.
Squared Euclidean measure used.
* * ★ * * H I E R A R C H I C A L C L U S T E R A N A L Y S I S * * * * * *
Agglomeration Schedule using Average Linkage (Between Groups)
Clusters Combined Stage Cluster 1st Appears Next
Stage Cluster 1 Cluster 2 Coefficient Cluster 1 Cluster 2 Stage
1 23 24 .000000 0 0 7
2 10 11 .000000 0 0 20
3 8 9 .000000 0 0 17
4 1 27 .334100 0 0 17
5 22 25 .689400 0 0 13
6 4 30 .693000 0 0 10
7 5 23 .760500 0 1 15
8 3 16 1.113800 0 0 12
9 18 19 1.224500 0 0 15
10 4 21 1.635400 6 0 14
11 6 7 1.768900 0 0 20
12 3 15 1.843900 8 0 21
13 2 22 2.176000 0 5 21
14 4 28 2.284300 10 0 18
15 5 18 2.442050 7 9 24
16 12 13 2.491400 0 0 24
17 1 8 2.579150 4 3 22
18 4 29 2.791675 14 0 19
19 4 20 3.195260 18 0 25
20 6 10 3.769050 11 2 28
21 2 3 4.623633 13 12 26
22 1 26 4.898975 17 0 23
23 1 17 5.093020 22 0 27
24 5 12 5.550000 15 16 25
25 4 5 5.593407 19 24 27
26 2 14 8.056050 21 0 29
27 1 4 10.158699 23 25 28
28 1 6 18.347486 27 20 29
29 1 2 33.976509 28 26 0
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Vertical Icicle Plot using Average Linkage (Between Groups)
(Down) Number of Clusters (Across) Case Label and number
c C C C C C C C C C C C C C C C C C C C C C C C
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3 +□□□□□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□
4 +□□□□□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□
5 +□ □□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□□
6 +□ □□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□□□□□□□□□□□□□□□□ □□□□□□□□□□□□□□□□
7 +□  □ □ □ □ □ □ □ □ □ □ □ □ □ □ □ □  □ □ □ □ □ □ □ □ □ □  □ □ □ □  □ □ □ □ □ □ □ □ □ □ □ □ □  □ □ □ □ □ □ □ □ □ □ □ □ □ □ □ □
8 +□ □□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□ □□□□□□□□□□□□□ □□□□□□□□□□□□□□□□
9 +□ □□□□□□□□□□□□□□□□ □□□□□□□□□□ □□□□ □□□□□□□□□□□□□ □□□□□□□□□□□□□□□□
10 +□ □□□□□□□ □□□□□□□ □□□□□□□□□□ □□□□ □□□□□□□□□□□□□ □□□□□□□□□□□□□□□□
11 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □□□□ □□□□□□□□□□□□□ □□□□□□□□□□□□□□□□
12 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □□□□ □□□□□□□□□□□□□ □ □□□□□□□□□□□□□
13 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □□□□ □□□□□□□□□□□□□ □ □ □□□□□□□□□□
14 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □□□□ □□□□□□□□□□□□□ □ □ □□□□□□□□□□
15 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □ □ □□□□□□□□□□□□□ □ □ □□□□□□□□□□
16 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □ □ □□□□ □□□□□□□ □ □ □□□□□□□□□□
17 +□ □□□□□□□ □□□□□□□ □□□□ □□□□ □ □ □□□□ □□□□□□□ □ □ □ □□□□□□□
18 +□ □□□□□□□ □□□□ □ □□□□ □□□□ □ □ □□□□ □□□□□□□ □ □ □ □□□□□□□
19 +□ □ □□□□ □□□□ □ □□□□ □□□□ □ □ □□□□ □□□□□□□ □ □ □ □□□□□□□
20 +□ □ □□□□ ’ □□□□ □ □□□□ □ □ □ □ □□□□ □□□□□□□ □ □ □ □□□□□□□
21 +□ □ □□□□ □□□□ □ □□□□ □ □ □ □ □□□□ □□□□□□□ □ □ □ □ □□□□
22 +□ □ □□□□ □□□□ □ □□□□ □ □ □ □ □ □ □□□□□□□ □ □ □ □ □□□□
23 +□ □ □ □ □□□□ □ □□□□ □ □ □ □ □ □ □□□□□□□ □ □ □ □ □□□□
24 +□ □ □ □ □□□□ □ □□□□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □□□□
25 +□ □ □ □ □□□□ □ □□□□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □
26 +□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □
27 +□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □
28 +□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □
29 +□ □ □ □ □ □ □ □ □ □ □ □ □ □ □ □□□□ □ □ □ □ □ □ □
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* * * * * * h i e r a r c h i c a l  c l u s t e r  a n a l y s i s * * * * * *
Vertical Icicle Plot using Average Linkage (Between Groups) (CONT.) 
(Down) Number of Clusters (Across) Case Label and number
C C C C C C C . -
a a a a a a a
s s s s s s s
e e e e e e e
4 1 2 9 8 2 1
7 6 7
1 2  2 
4 7 6 9 8 7 1
1 +□□□□□□□□□□□□□□□□□□□ 
2 +□□□□□□□□□□□□□□□□□□□
3 +□□□□□□□□□□□□□□□□□□□
4 +□ □□□□□□□□□□□□□□□□
5 +□ □□□□□□□□□□□□□□□□
6 +□ □□□□□□□□□□□□□□□□ 
7 +□ □□□□□□□□□□□□□□□□
8 +□ □ □□□□□□□□□□□□□
9 +□ □ □ □□□□□□□□□□
10 +□ □ □ □□□□□□□□□□
11 +□ □ □ □□□□□□□□□□
12 +□ □ □ □□□□□□□□□□
13 +□ □ □ □□□□□□□□□□
14 +□ □ □ □□□□ □□□□
15 +□ □ □ □□□□ □□□□
16 +□ □ □ □□□□ □□□□
17 +□ □ □ □□□□ □□□□
18 +□ □ □ □□□□ □□□□
19 +□ □ □ □□□□ □□□□
20 +□ □ □ □□□□ □□□□
21 +□ □ □ □□□□ □□□□
22 +□ □ □ □□□□ □□□□
23 +□ □ □ □□□□ □□□□
24 +□ □ □ □□□□ □□□□
25 +□ □ □ □□□□ □□□□
26 +□ □ □ □□□□ □□□□
27 +□ □ □ □□□□ □ □
28 +□ □ □ □ □ □ □
29 +□ □ □ □ □ □ □
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Appendix 9.3: Copies of scales & questionnaires used:
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Code letter: 
Location:.... 
Age:...........
Personal models of cystic fibrosis and health 
related behaviours interview
In this interview we shall be talking about your cystic fibrosis, in 
particular your views on the suggested health regime and 
medications.
The purpose o f this interview is find out how you feel about your 
medications, diet and physiotherapy. Everything you say will be 
treated in the strictest confidence. This means that anything that you 
may say will not get back to your doctor in a way that it can be 
traced to you. Do you have any questions ?
We are going to start with some questions about your health routine and medications,
1. What medications do you have to take on a regular basis ?
.........................................................  Nebulizer
.........................................................  Inhaler
.........................................................  Antibiotics
.........................................................  Other
Do you take your medications ? Y /N
- Regularly - as prescribed
- Irregularly with lapses up to one month
- Irregularly with lapses o f more than one month
If no why ? ...................................................................................................
Are there times when you find it difficult to take the medication as suggested by your 
doctor ?
If yes - are there particular times / situations that you find difficult ?
Which of your medications do you feel are actually helpful in controlling your cystic fibrosis ?
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2. Do you ever have problems keeping appointments made for you regarding 
treatment and maintenance of your cystic fibrosis ?
- All appointments kept on time or rescheduled.
-1  appointment not kept over the last 6 months
- More than one appointment missed in the past 6 months
3. Do you take your dietary supplements as suggested by your dietician ?
Vitamin E
- Regularly as prescribed
- Irregularly with lapses up to one month
- Irregularly with lapses longer than one month
Can you think of any reasons why you forget to or don’t take your vitamins ?
Energy supplement - drinks
puddings
- As prescribed
- Irregularly with lapses up to one month
- Irregularly with lapses longer than one month
If not why ? ..........................................................
Do you have a preference of which type of supplement you take ? 
Why is that ? ........................................................................................
Do you eat extra foods to give you increased calories after you take part in 
exercise ? ...........................................................................................................
Can you tell me why this is important ?,
Do you feel that you eat a diet that is high enough in protein and calories ? Y/N 
If no - what is stopping you from eating such a diet ? ........................................
4. Do you carry out your chest physiotherapy every day ?
- Daily programme with occasional lapses up to one week
- Irregular program with frequent lapses up to one month
- Rarely performed with lapses greater than one month
Are there times when you might carry out physiotherapy sessions more than you
normally would ?.............................................................................................
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What do you like about physiotherapy physiotherapy ?
What do you dislike about physiotherapy ? ................. .....................................
Which part of your usual health regime do you like least ? (i.e. medications, 
physiotherapy) ? .......................................................................................
Why is that ? ........................................................................................................
We are now going to talk about your general lifestyle and how that 
fits in with your cystic fibrosis.....
5. Do you go to parties and discos ?
Would you still go if you knew that they were likely to be a smoky 
atmosphere?.................... ......................................................................
How do you feel about excluding social events like these because of your chest ?
When you go out (whether its to parties or other places) are you ever tempted to 
have an alcoholic drink ? ..............................................................
Do you worry that this may affect your cystic fibrosis or general health ?
6. Do you smoke ? ( Have you ever tried ? )
If you do / have tried it did you feel that your friends / the situation you were 
in put you under pressure to try ? .................................................. ......................
7. Do you take regular exercise ? Y/N
What sort(s) ? ........................................................................................
Does anyone in your family encourage you to participate in sport ?
(If yes to above ) What do you feel about this ?
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8. Having cystic fibrosis can affect one's life in many ways. How has it affected 
your life, this your every day activities, your general health, your independence 
and your family ?
9. How much impact does your cystic fibrosis have on your everyday activities ?
Not at all ............................. ..............1
Moderately ............................. ...............2
Fairly ............................. ...............3
Very ............................. ...............4
Extremely ............................. ...............5
Can't say ............................. ...............6
10. How much impact does your cystic fibrosis have on your health in general ?
Not at all ............................. ............. 1
Moderately ............................. ..............2
Fairly ............................. ..............3
Very ............................. ..............4
Extremely ............................. ..............5
Can't say ............................. ..............6
11. How much impact does your cystic fibrosis have on your independence ?
Not at all ............................. ......... ...1
Moderately ............................. ..............2
Fairly ............................. ..............3
Very ............................. ..............4
Extremely ............................. ..............5
Can't say ............................. ..............6
12. How much of an impact does your Cystic Fibrosis have on your family ?
1 
2
3
4
5
6
13. Is your cystic fibrosis better than some other peoples ? If so, in what ways ?
Is your cystic fibrosis worse than some other peoples ? If so, in what ways ?
Not at all 
Moderately 
Fairly 
Very
Extremely 
Can't say
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14. What part(s) of your suggested treatment routine do you think makes your cystic 
fibrosis better ?
What part(s) of your lifestyle do you think makes your cystic fibrosis better ? 
What part(s) of your lifestyle do you think makes your cystic fibrosis better ? 
Does having Cystic Fibrosis have any advantages (good things) for you ?
15. How satisfied are you with your performance in school ?
Not at all ..........................................1
Moderately ............................................ 2
Fairly .............................................3
Very .............................................4
Extremely .............................................5
Can't say .............................................6
16. How satisfied are you with the way that your class friends treat you ?
Not at all .......................................... 1
Moderately .............................................2
Fairly .............................................3
Very .............................................4
Extremely .............................................5
Can't say .............................................6
17. How satisfied are you with your attendance at school ?
Not at all .......................................... 1
Moderately .............................................2
Fairly .... ........................................ 3
Very .............................................4
Extremely .............................................5
Can't say .......... ...................................6
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18. How often do you find that your cystic fibrosis prevents you participating in school 
activities ? (Are there any in particular ? ) ............................................
Never
Very seldom
Sometimes
Often
All the time
19. How often do you find that your cystic fibrosis prevents you from going out to eat with 
school friends ?
Never
Very seldom
Sometimes
Often
All the time
20. How often do you feel that your cystic fibrosis affects your choice of classes that you 
may take ?
Never
Very seldom
Sometimes
Often
All the time
21. How often do you find that your parents are too over protective towards you ? 
Never
Very seldom
Sometimes
Often
All the time
22. How often do you feel that your parents worry too much about your cystic fibrosis 
Never
Very seldom
Sometimes
Often
All the time
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24. How often do your parents act like cystic fibrosis is their problem, not yours ?
Never
Very seldom
Sometimes
Often
All the time
25. Individual health item:
Compared to other people of your age, how good would you say your health is ?
Excellent
Good
Fair
Poor
We've come to the end of the interview. Is there anything else that you would like to add ?
Thank - you for your tim e.
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YOUR VIEWS ABOUT YOUR 
CYSTIC FIBROSIS.
Please tick how often you feel you experiences the following 
symptoms as part of your illness.
S Y M P T O M  ALL THE TIME FREQUENTLY OCCASIONALLY NEVER
Pain *
.Nausea, . • t-B Bvo-;0 - . f y - -
Breathlessness |
Weight Loss' - ; " ~ - ~
Stiff Joints _________ ____ ____________________ ________ _________
Headaches . ■ „• - /  „f; ; • •• Y -: Y;. . •  - -. .
Stomach Ache |
Sleep Difficulties _________________________________  _____________
Loss of Strength "V.- " ' : - ->v' : '-- •'' -IYy* flYY- ~ ;.C- Y- Y ’_____ _
Abdomen Pain |
llii|llllllllBMMBMMMgMilMISiiSiiSB^8M^B^ 8 j iM lBjilltt^i^^^^i8llM ^Bl8lM M IlgiB
We are interested in your own personal views of how you now see 
your illness. 
Please indicate how much you agree or disagree with the 
following statements about your illness.
VIEWS ABOUT YOUR ILLNESS iS <KGLY AGREE NEITHER DISAGREE Sf ,  AGREE NOR jDIS 
DISAGREE i
1P1 A germ or virus caused my illness
IP2 Diet played a major role in causing my illness
,IP3 Pollution of the environment caused my illness llllfilll
IP4 My illness is hereditary - it runs in my family
M f f i M v i l l i i l i M. - < ,  . . ?
It was just by chance that I became ill Y^ C:YY> "  r
IP6 Stress was a major factor in causing my illness
IP7 My illness is largely due to my own behaviour I :  f ‘ -
¥'■YiKilS
IPS Other people played a large role in causing my .............................
................... ...................................... i l l
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My illness was caused by poor medical care in the
My state of mind played a major part in causing 
my illness*
■1P11 My illness will last a  short time
11*12 My illness is likely to be permanent rather than
11*13 My illness will last for a long time
Il>t4 My illness is a serious condition
;IPt5 My illness has had major consequences on my life
My illness has become easier to live with
IP1-! My illness has not had much effect on my life
■IMS My illness has strongly affected the way others
11*19
,;IP20
My illness has serious economic and financial
c < ^ e q u e n iM ^ ^ ^ S 8 ^ S :S lllc S ^ IP C 2 y 3 S M S $ l^ iilS I^ -E :Hlli£ S < l^ ^ lM W Z i' *£'
My illness has strongly affected the way I  see 
myself as a person
IP21
5?
My illness will improve in time
SU22
m i
There is a lot which I  can do to control my 
symptoms
MP23
1PM
There is very little that can be done to improve 
My treatm ent will be effective in curing my illness
■ ■ "* . . . . . . . . . . . . »**<">. . . . . m*************"***. . . . .  . r  ■ L » -  >LMi -  -M  <W^ ^  ■ . - f -  . f  W M H . j . t j  ■« <  .t ; j ,  j  M  ■ j  ■< <1^< - l  4  ■ W V  y  ^  . j  . . . . . . . . . . . . . . .  H / H 4 W M W * * *  »  »  » « — « » « ■  *  <H> l- W W * >  ■ W iv-I’
I135 Recovery from my illness is largely dependent on 
chance or fate 
IP2S W hat I  do can determine whether my illness gets 
better or worse
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YOUR VIEWS ABOUT YOUR 
CHILDS’ CYSTIC FIBROSIS.
Please tick how often you feel your child experiences the 
following symptoms as part of their illness.
SYMPTOM ALL THE TIME FREQUENTLY OCCASIONALLY NEVER
Pain
Nausea y-.:?''-' :^-7/; ; - -‘ :
Breathlessness
Weight Loss
Fatigue 
Stifr Joints
Sore Eyes 
Headaches
ppiapM
p
j
Stomach Ache 
Sleep Difficulties
, r\. . ■ - - ......... -■
, ' %*<',- * ?'k> * V'-^< ^ *V; 77.: 7< 77 -v- *'« ' -' > ' '
Dizziness 
Loss of Strength ; ^ | | | | | | | r  \ : : ,
Abdomen Pain ' >;:c^"' '"** *'<4 {,**/<« ~ n ' ,
Cough
We are interested in your own personal views of how you now see 
your childs’ illness. 
Please indicate how much you agree or disagree with the 
following statements about your childs’ illness.
VIEWS ABOUT YOUR ILLNESS !™°wGLY AGREE NEITHER DISAGREE i$T, AGREE NOR 7)1! 
DISAGREE
ipi A germ or virus caused my child’s illness
1P2 Diet played a major role in causing my child’s
illness - •. '' * ~ - * 77i 7i777 ' * M i H N n n N !
IP3 Pollution of the environment caused my child’s :7:7; :;;*$fSg
jal^gijjgiiigiiBjiliiiSiilMKW^^^ilBMgiSllBi^^^i^BilliMI
IP4 My child’s illness is hereditary - it runs in my
family '* ■ - 7r77y7f\7-
1P5 It was just by chance that my child became ill iirt||g||iji|p||^ 'i;;:;.r;.,7;
IPfi Stress was a major factor in causing my illness
IP7 My child’s illness is largely due to my own
(Jfjfg behaviour
IPS Other people played a large role in causing my lP^:ip^ MpiipllSll|!l^ • &fl:■!:'!^~;:T;! ^ •■^irh^iiliil
child’s illness ! .;'-v.: ; :::;-:|iii
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IP9
(H I!
ilPO
ftllillll
|l§l|Ij|pi
My child’s illness was caused by poor medical 
care in the past
My child’s state of mind played a major part in 
causing their illness*
My child’s illness is largely due to their own 
behaviour
IP1I
I B
IP12
liiiiiiii
My child’s illness will last a short time
My child’s illness is likely to be permanent 
rather than temporary I M H Si
My child’s illness will last for a long time *' Z  ^ 'Vivx '?/'' ' - • l l l i l l l
Biliflt
IP14
lllllll
My child’s illness is a serious condition
;
IPIS
IP16
pl|tp§(
feiiliii®
My child’s illness has had major consequences on 
their life
My child’s illness has become easier to live with
IP17
M i
1P18
iijiiii
llllllS
My child’s illness has not had much effect on 
their life
My child’s illness has strongly affected the way 
others see them
r  ‘
, - - f '3
1P19.
f---'
:IP20
My child’s illness has serious economic and 
financial consequences
My child’s illness has strongly affected the way 
we / 1  see them as a person
F
M f l S ^ K e  ■' •• ............... ........ .. " ”
.............
= IP21 
;IP22
My child’s illness will improve in time
There is a lot which I / we can do to control our 
child’s symptoms
f>~> V
,IP23
>IP24
There is very little that can be done to improve 
my child’s illness
My child’s treatment will be effective in curing 
their illness
M M
m m h m b i
M i M M l i .....:.....1.
i ® 8 li l l l
IP25
-IP26
I S -
Recovery from my child’s llness is largely 
dependent on chance or fate 
What my child does do can determine whether 
their illness gets better or worse
N W H M M i
t t M M l S I
l i l l s l l g
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9.4: Full size Frequency Histograms:
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Appendix: 9.5: Multidimensional Scalogram Analyses
(all M.S.A’s have been reduced down by 45% to fit on the page) :
* Plot 1: Overall plot of all subjects (both parents and adolescents) in research 
sample
* Plot 2: Overall plot of Mothers and Fathers with Adolescent Children
* Plot 3: Overall plot of Mothers and Fathers (who have children under the age of 12
years - who did not reach the age criteria for inclusion in study)
* Plot 4: Overall plot of parents in the sample.
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Large Scale Research:
Expressed emotion, pain describing and family response 
behaviours in individuals with chronic pain.
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Abstract:
The purpose of this study was to examine whether individuals with chronic pain 
(and their families) can be identified as belonging to a high or low expressed 
emotion group and whether patients’ perceptions of their familial level of 
expressed emotion is reflected in the families’ actual reported level. This study 
also examined whether reported expressed emotion was related to family 
response to the patients’ pain behaviours and number of words chosen to describe 
their pain. The sample population comprised 58 chronic pain patients and 34 
family / ‘significant other’ respondents.
Outcome measures included: measurement of emotional distress by the Hospital 
Anxiety and Depression questionnaire. The number of words chosen to describe 
pain and intensity of current pain by parts of the McGill Pain Questionnaire. 
Family responses to the patients’ pain (and pain behaviours) was measured by the 
West Haven-Yale Multidimensional Pain Questionnaire. Finally, the individuals’ 
perception of expressed emotion in the family / significant other and an actual 
report of familial expressed emotion was measured by the Level of Expressed 
Emotion scale.
The results suggest that depression is significantly related to the patients’ 
perception of their family climate, and there is a relationship, although non­
significant, between anxiety, and high levels of familial expressed emotion. 
These results also suggest that there is a negative relationship between solicitous 
familial responses and expressed emotion and a positive relationship between 
punishing familial responses and expressed emotion.
Further, these data suggest that whilst there is reported expressed emotion within 
families’ of chronic pain individuals, this in itself is not related to pain reporting 
or negative responses to pain behaviours in families. Rather it is the level of the 
patients’ perceived familial expressed emotion that influences the families’ 
response behaviours. These data suggest that family response behaviours are 
related to expressed emotion, but only in terms of solicitous and punishing 
responses. Implications of these results for treatment / management of chronic 
pain individuals are discussed.
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Introduction:
1.1 Chronic pain - implications for the individual and the family:
Chronic pain is a malefic force which imposes physiological, psychological and 
economic stress upon both the patient and family (Jacobs, 1983). Pain is 
considered to be chronic when it continues after a disease is considered cured or 
an injury is cured, or when it becomes long term in duration. It is a major health 
problem, which is increasing with each decade in its reported number of 
incidents. Chronic pain is not usually life threatening, and patients may live with 
chronic pain for many years (Kerns & Turk, 1984).
In past decades it has been believed by many researchers that the ‘family’ has 
been part of the aetiology and maintenance of the problem for individuals’ 
behaviour who suffer with chronic pain (Block & Boyer, 1984; Dogerty & 
McCubbin, 1985; Flor et al., 1986; Hagerty, 1983; Rowat, 1985; Young, 1983). 
Attention has been focused upon the marital relationship in terms of the potential 
function of the spouse as a discriminative cue for pain behaviours (Block & 
Boyer, 1984). Moreover that there exists some kind of maladaptive collusion 
between the chronic pain individual and their spouse that acts as a maintaining 
factor (Block & Boyer, 1984). Whilst anecdotal evidence supports the role of the 
family, definitive conclusions based on empirical evidence have not warranted 
such assumptions (Flor et al., 1987). The critical issue of assessing familial 
response to an individual’s chronic pain seems to remain largely unaddressed. If 
the family is involved (as suggested by research) in maintaining the pain 
problem, then family members should be included in both assessment and 
treatment of pain patients (Flor et al., 1987).
Pain in chronic conditions (such as Arthritis) occurs in not only the physical 
domain, but in social and environmental contexts (Keefe et al., 1996). The 
presence of a chronic pain problem is likely to affect all aspects of the 
individuals’ life -  vocational, social, familial, as well as physical. Thus, chronic 
pain has been seen to affect not only the patient, but also the spouse and other 
family members. Spouses often need to make judgements about the patient’s
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capabilities to control pain and perform activities (particularly in terms of pain 
therapy intervention). These judgements may be influenced by a number of 
factors, such as coping strategies, family relationships and levels of inter spouse / 
family communication (Keefe et al., 1997). This issue is supported by Keefe et 
al., (1997) whose research demonstrated that pain intensity was an important 
predictor of spousal rating of the patients’ self efficacy. Patients having more 
intense pain were viewed by their spouses as having lower self-efficacy for 
control of pain, function and other arthritic symptoms. Clearly then, spousal / 
family relationships are an important issue determining how the patient copes 
with their pain and consequently in successful outcome of any treatment offered / 
received.
1.2 Emotional distress, symptom reporting and the chronic pain population:
Patients whose major complaint is chronic pain typically exhibit a wide range of 
psychosocial disturbances, including depression (a frequently described 
concomitant of chronic pain), anxiety and social isolation (Gamsa, 1990). 
Research has noted some similarities in chronic pain patients and depressives. 
Lefebvre (1981) suggests that both groups have the presence of significant 
cognitive distortion (a hallmark of cognitive theories of depression- Beck, 1976). 
Furthermore, literature has described chronic pain patients’ as consistently 
emphasising behaviour patterns restricted to illness behaviours and the loss of 
positive social reinforcement. It has been suggested that such a limited 
behavioural repertoire is consistent with behavioural models of depression 
(Kerns & Turk, 1984). Emotional distress has been reported in between 10% 
(Pilowsky, 1977) and 95% (Fishbain et al., 1986; Large, 1986) of pain clinic 
patients’ (however, a prevalence of around 50% seems to be a common finding - 
1988).
Keefe et al., (1986) suggest that increased numbers of illness behaviours can 
predict levels of pain. Keefe’s theory is lent support by the family adjustment and 
adaptation response model (FAAR; Patterson & Garwick, 1994). The FAAR 
model hypothesises that the family attempts to maintain homeostasis by using its 
resources and coping capacities in an effort to meet the demands and stresses
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associated with a chronic illness. The model further notes that the attributions 
and beliefs that the family ascribes to the demands of the illness and to its own 
capabilities are what ultimately influence the balance of functioning. The model 
articulates a dynamic process of adjustment; a period in which the family makes 
use of existing capabilities to resist change in the face of acute demands and 
stresses. In the face of a chronic condition such as persistent pain, the family is 
likely to experience a longer period of adaptation. During which it attempts to 
restore homeostasis by developing new resources and coping behaviours. This is 
achieved by reducing the challenges of the condition, and by altering its 
appraisals of the situation and the family.
1.3 Pain and the social context:
The family is rarely included in the treatment of a chronically ill person, although 
chronic illness may have substantial long-term effects on the family (Fields, 
1974), and the family may have substantial influence on the individuals recovery 
or coping. For example, there is some indication that individuals’ who are 
married may do better in treatment than those who are not (Stembach, 1974).
Darling, (1983) suggests that it is important to take the family’s and the health 
professionals’ differing views into account when dealing with families with an 
individual who is chronically ill. Family structure (such as marital status) and 
family history of pain has been frequently commented upon in the pain literature 
(Williams, 1988). Persons with a family member who has experienced chronic 
pain are far more likely to suffer from it themselves. Also family patterns 
encouraging dependency and supporting pain behaviour are associated with 
higher incidence of chronic pain (Williams, 1988). Perhaps family structure 
could also be linked with Wahlgren et al’s., (1997) finding that problems 
associated with chronic pain may not reflect a progressive worsening of 
symptoms, but a failure to resolve such symptoms after onset.
Gamsa (1990) also suggests that there is a high prevalence of pain and illness in 
family members of pain sufferers, as well as a tendency of family members to
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share similar types and sites of pain. Seemingly, this lends further support that 
individuals learn pain responses through family modelling.
Flor et al., (1987) argue that until a more comprehensive, familial, joint 
perspective of the problem is achieved, there will be little long lasting progress in 
the improvement of the chronic pain individual.
1.4 Family responses to pain behaviour and expressed emotion:
Research in to the effects of family atmosphere on a wide range of psychiatric 
and psychosomatic disorders including pain (Paulson et al., 1995; Liebman et al., 
1976) has been conducted. Studies such as these have been greatly assisted by the 
development of appropriate assessment measures for the measurement of family 
atmosphere, in particular, measures of expressed emotion [E.E] (Bebbington & 
Delemos, 1996). Bebbington & Delemos’ (1996) research demonstrated that 
particular and subtle attributes of family interaction affect the prognosis of many 
psychiatric and somatic conditions, as well as being related to overall pain levels 
over time.
The concept of E.E was first brought to attention in 1958. Brown and Wing et al., 
(1972) suggest that relapse in schizophrenia could be precipitated by the type of 
family / household environment that the schizophrenic individual was discharged 
to. The concept of E.E refers to the emotional aspect of speech (which includes 
content, tone and pitch). It also measures critical comments and hostility. 
Characteristics of high E.E families include not distinguishing between pre- and 
post illness behaviour (i.e. he/she was always lazy), high levels of worry / stress, 
over familial involvement, little individual independence and infantilisation of 
the individual. Whilst low E.E families tend to recognise behaviours due to 
illness, are generally tolerant and cope with incidents in a calm manner, allowing 
the individual independence and treating them as an adult. It is easy to see why 
authors and researchers have found interest in chronic pain individuals and this 
subject. Tota-Faucette et al., (1993) suggest that a potential predictor of outcome 
of chronic pain treatment programmes is the family environment and levels of 
conflict there in. Family conflict and control have been shown to be greater in
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families of chronic lower back pain patients, and increasing familial conflict is 
related to increased distress and pain ratings (Feuerstein et al., 1985). 
Knowledge of a patient’s pre-treatment family environment may then help to 
predict or facilitate an individuals' response to treatment.
Bebbington and Delmos suggest that their findings (at this stage yet to be written 
up, suggested in the 1996 paper) confirm the complexity of causal interactions 
and suggest that their data displays that high expressed emotion clearly 
distinguishes families of psychogenic pain patients from those of cancer pain 
patients. They encourage others to take up the issue of expressed emotion in the 
assessment of pain.
1.5 Psychological therapies for chronic pain and family intervention 
implications:
Darling (1983) also suggests that health providers may ‘put blame on to the 
individual’, if their illness has not been amenable to cure, in order to alleviate the 
health professional’s own feelings of frustration or negative feelings. This could 
be seen as a special concern for chronic pain patients, as they may still be 
embroiled in an acute disease model and persist in the ever ‘elusive cure’ hunt. 
Such individuals may have families who have given up, may be desperate or may 
even suspect that the pain is not real (Flor et al., 1987).
Pain patients often show no significant improvement and multiple treatments fail 
to alleviate their pain, leading researchers to conclude that the pain is 
psychological in origin (such as Bebbington & Delemos, 1996; Blumer & 
Heilbrohn, 1982). In contrast, Gamsa (1990) suggests that there has been a 
tendency for some physicians to attribute psychological causation to conditions 
they can neither understand nor treat effectively. She argues that patients with 
intractable pain are often gathered together under a heading of ‘pain-prone’, with 
the implication that their pain has been caused by predisposing psychological 
problems. Treatment is then proscribed accordingly. Gamsa’s 1990 study found 
that there was little relationship found between pain and events preceding pain 
onset. However, Gamsa did find that pain was consistently associated with
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current emotional disturbance, manifested as depression and diminished life 
satisfaction. These findings support a general hypothesis that emotional 
disturbance in pain patients is more likely to be a consequence than cause of pain. 
Rudy et al., suggests that patients become depressed as limitations associated 
with their pain interferes increasingly with the rewards of normal daily living.
Kerns and Turk (1984) suggest that ‘marital dysfunction’ was reported in over 
half of their sample of chronic pain patients and their spouses, with 
approximately one third of all couples reporting severe levels of dissatisfaction. 
Block and Boyer, (1980) suggest that pain patients with unsolicitous spouses 
exhibit fewer pain behaviours in the presence of their spouses than when they 
were not present, supported by Kerns and Turk (1984). This study suggested that 
the presence of significant spouse support was correlated (negatively) with 
patients’ reports of both pain intensity and depression. Spouses’ perceptions of 
their own degree of supportiveness was also found to be highly correlated with 
the patients’ reports of perceived supportiveness.
A number of treatment approaches have been developed (Flor et al., 1987). 
Operant, cognitive-behavioural and family orientated (structural, strategic, 
‘cognitive’) include the spouse or the family. Current problems include the lack 
of clear guidelines for spousal or family involvement, and little evidence exists 
concerning the utility and efficacy of families within treatment. Clinically 
speaking, it may be helpful to reframe such families into a model that sees both 
the individual and. the family as the ‘victim’ of the individuals’ pain. For 
example, the reinforcement of well behaviours, may decrease the individuals’ 
and the families’ perceptions of helplessness (Flor et al., 1986).
Behavioural approaches have demonstrated that spouses of successful abstainers 
from smoking reinforce the subject’s efforts to quit more and punish them less 
(Mermelstein et al., 1983). Flor et al., (1987), suggest that similar processes may 
occur in the treatment of chronic pain patients. For example, Roberts and 
Reinhart (1980) [1] found elevated hysteria and hypochondriasis scores in 
spouses to be predictive of treatment failures in chronic pain patients, suggestive
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of spousal personality characteristics adversely affecting treatment outcome. 
Maurata et al., (1981) noted that efficacy and treatment outcome was low when 
spouses shared a high level of agreement on the characteristics of the pain 
problem. Fordyce (1976) suggests an operant-conditioning model of chronic 
pain, in which pain behaviours are reinforced by significant others in the 
individual’s environment.
Family systems theorists have criticised behavioural approaches due to the 
emphasis placed on reinforcement behaviours with little consideration as to the 
symptoms serving a stabilising function with respect to the underlying needs of 
the family system. Russel et al., (1983) emphasises that often the relationship, 
not the symptoms, need treatment. However, family systems theorists suggest 
that the assumption of a match of specific patterns of family functioning and 
specific symptoms should be given up, as it is suggested that all types of family 
function were found in ‘psychosomatic’ families (Flor et al., (1987). In all 
models, however, the issues of closeness and system adaptability are seen as 
crucial.
Cognitive therapy has also been used in the treatment of individuals with chronic 
pain. Waring (1976) employed a version of cognitive therapy, which focused 
upon self-disclosure in marriage, and an increase in the couple’s closeness and 
intimacy. The therapy addressed changes in the areas of cohesion, affection and 
expressiveness. He suggests that therapy such as this is necessary as it improves 
both marital satisfaction and the individual’s symptoms (and symptom reporting). 
Whereas, he argues, a pure medical treatment does not increase the individual’s 
control over their problems. Interesting though this treatment suggestion may be, 
it is based upon anecdotal reports to support its use and there is still no empirical 
data on the efficacy of such approaches. In terms of efficacy of treatment, one 
must question what degree of improvement constitutes clinical improvement over 
the course of treatment. Tota-Faucette et al., (1993) report that their population 
displayed only ‘moderate’ improvement. This could be expected of any pain 
sample as the pain may have been with the individual over many years and 
resulted in entrenched behaviours that are difficult to treat. Clear definitions of
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what is a clinical improvement need to be set in order to scientifically judge 
improvement.
These arguments clearly outline the need to determine which patients and their 
families require a more ‘intensive’ family involvement in treatment, and 
identification of which individuals would fare well in treatment based around the 
entire family or spouse.
2. Aims of the present study:
A number of questions remain unanswered from the previous research discussed 
in the introduction into individuals in chronic pain (Bebbington & Delemos, 
1996). Questions relate to how the family climate and emotional distress might 
affect how families react to pain behaviours and how the individual describes 
their pain. The present study aims to address the following questions.
1) Does emotional distress influence how the chronic pain patient perceives both 
the level of familial and individual expressed emotion within their family?*
2) Does the chronic pain patient’s level of emotional distress influence the 
familial responses to their pain behaviours?*
3) Does familial response to the individual’s pain behaviours influence the 
number of words the chronic pain patient reports to describe their pain during 
assessment?
4) Does emotional distress in the chronic pain patient influence the number of 
words they report to describe their pain during assessment?
* With regards to hypotheses 1 & 2 -
(Two groups of individuals will be compared; those who are referred to the clinic with little emotional distress 
(Group 1) vs. those with high emotional distress (Group 2) as measured by the Hospital Anxiety and Depression 
Scales (HA.D.S)).
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5) Does the chronic pain individual’s perception of familial expressed emotion, 
accurately reflect the families’ reported level of expressed emotion?
6) Are familial responses to the individual’s pain behaviours related to the levels 
of familial expressed emotion? That is whether the chronic pain individuals’ 
family responds with either;
A. Solicitous behaviours (i.e. the family actively encourages pain behaviours in 
the individual). Are such behaviours (although seemingly contradictive 
behaviours) related to the measures of intrusiveness, emotional responses, 
attitudes towards and levels of tolerance that are found to be increased in high 
expressed emotion families (as suggested by the L.E.E scales)?
B. Punishing behaviours (i.e. actively punishes the individual when they display 
pain behaviours). Are such behaviours related to measures of intrusiveness, 
emotional responses, attitudes towards and levels of tolerance that are found 
to be increased in high expressed emotion families (as suggested by the L.E.E 
scales)?
C. Distracting behaviours (i.e. actively distracts the individual when they display 
pain behaviours) Are such behaviours related to the measures of 
intrusiveness, emotional responses, attitudes towards and levels of tolerance 
that are found to be increased in high expressed emotion families (as 
suggested by the L.E.E scales)?
and whether these behaviours are related to the familial levels of expressed 
emotion.
Information from this research should help in the management of such 
individuals. The groups have not been separated on a basis of organicity vs. 
psychological referral reasons for pain as the ‘psychological’ factor might have 
depended on the clinical opinion of the referrer. This is contaminated by the 
patients’ level of emotional distress and in any case is part of the pain problem, 
whether there is an organic structural lesion (identified by current technologies) 
or not.
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4. Research Hypotheses:
Primary Hypotheses;
1) That there will be a significant difference in family reported expressed 
emotion between those chronic pain patients who score as emotionally 
distressed and patients who do not.
2) That there will be a significant difference in individual reported expressed 
emotion between those chronic pain patients who score as emotionally 
distressed and patients who do not.
3) That there will be a significant difference between individuals with high or 
low levels of emotional distress in familial response to their pain behaviours.
Secondary Hypotheses:
4) That there will be a significant difference in the number of words chosen to 
describe pain between chronic pain patients’ who report high and low levels 
of familial response to their pain behaviours.
5) That there will be a significant difference in the number of words chosen to 
describe pain between chronic pain patients’ high in emotional distress and 
those in low emotional distress.
6) That there will be a significant, positive, relationship between individual 
perceived and family perceived levels of expressed emotion.
7) That there will be a significant, negative, relationship between expressed 
emotion (perceived and reported) and solicitous familial responses to the 
individuals’ pain behaviours.
8) That there will be a significant, positive, relationship between expressed 
emotion (perceived and reported) and punishing familial responses to the 
individuals’ pain behaviours.
9) That there will be a significant, positive, relationship between expressed 
emotion (perceived and reported) and distracting familial responses to the 
individual’s pain behaviours.
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5. Method:
5.1 Ethical approval:
A full research protocol was submitted for the consideration of the St George’s 
Hospital ethical committee. Two minor changes were suggested;
1) That the word ‘pain’ had been omitted from the participants’ information 
sheet.
2) That the Level of Expressed Emotion Scale (Cole and Kazarian, 1988) was 
being used with the author’s permission as it was clearly marked with a 
copyright.
After including the missing word and providing a letter of permission for use the 
study received full permission to continue (copies of these letters are contained 
within appendix 1).
5.2 Participants:
A cohort of 58 patients with chronic pain problems referred to the pain clinic at 
the Atkinson Morley’s Hospital and 35 of those patients significant others were 
the research participants (a total number of 93 participants). The patients’ mean 
age was 45 years (SD 14.7 range 1 6 -8 0  years). The mean duration of pain was 
7 years (SD 9.3 range 3months -  54 years). There were 19 men and 39 women in 
the patient sample and 22  men and 13 women in the significant other sample.
Of the patient sample 53.45% (n= 31) scored in the high anxiety group and 
46.55% (n=27) scored in the low anxiety group. In terms of depression, 22.41% 
(n=13) of the patient sample scores were in the high depression group, and 
77.59% (n=45) were in the low depression group (high anxiety / depression was 
measured by a score of 8> on either or both the anxiety or depression sub-scales 
of the H.A.D.S). This lower boundary of the cut off criterion was chosen for two 
reasons. Firstly, that Zigmond & Snaith (1983) suggest a cut off point for 
emotional distress (in terms of both depression and anxiety) between 8 and 10. 
Secondly, that this studies’ scores for depression were mainly in the non­
depressed or asymptomatic depression group. If the cut off criterion had been set
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at 10, even fewer individuals (who did have scores that indicated a level of 
depression) would have been within the high depression group.
5.3 Exclusion criteria:
Individuals who had either a learning disability or individuals that did not speak 
English fluently were excluded from the sample population (via exploration of 
medical and case notes).
5.4 Participant information:
An information sheet and consent form was provided for each participant (see 
appendix 1).
5.6 Procedure:
Patients were recruited whilst they were awaiting their initial appointment with 
the pain clinic at the Wolfson Medical Rehabilitation Centre. 120 possible 
participants were approached and of that number 58 patients agreed to take part 
in the study. Of those 58 patients 34 of their relatives returned the familial / 
significant other versions of the questionnaires supplied (expressed as 
percentages, 48.34% of all of the individuals approached participated in the study 
and of that sample, 58.62% of their relatives agreed to participate).
All chronic pain patients (who agreed to participate) were given a set of 
questionnaires comprising the Hospital Anxiety and Depression Scale, parts of 
the McGill Pain Questionnaire, the West Haven-Yale Multidimensional Pain 
Inventory and the Level of Expressed Emotion Scale which they were asked to 
complete. They were also supplied with significant others’ versions of the West 
Haven-Yale Multidimensional Pain Inventory and the Level of Expressed 
Emotion Scale to give to a family member / relative or significant other.
All participants were drawn from a population of individuals who present for 
their initial session following referral to the pain clinic. All participants were 
assured of confidentiality and consent and information sheets were given to both 
each patient and their significant others. Significant others’ responses were
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completed elsewhere and returned via stamped addressed envelopes. Sets of 
questionnaires were coded using a matching number system to allow 
identification of sets.
5.7 Materials
Experimental measures used for assessing the level of expressed emotion, 
familial / spousal response and pain symptom reporting (copies of which are in 
appendix 2):
The questionnaires used within this study are standard assessments that are used 
in clinical assessment of chronic pain patients (with the exception of the Level of 
Expressed Emotion scale which does not have validity data for pain patients. 
{L.E.E}).
1. Familial response to pain:
а) The West Haven -Yale Multidimensional Pain Inventory {WHYMPI} 
(Kerns et al., 1985) - both individual and significant other versions. Items 
from this measure will provide demographic data such as age and gender, 
and data regarding the individuals’ or significant others’ beliefs and pain 
behaviours. More specifically, Turk and Kerns (1984) suggested that pain 
assessment should consist of a number of components such as evaluation of;
1) The patient’s perception of pain,
2) Physical, emotional, cognitive and behavioural responses that occur with 
pain.
3) The impact of pain on different aspects of the patient’s life (i.e. vocational, 
social and marital).
4) The responses of family / significant others to their pain.
5) The coping strategies employed by the individual and family.
б) The descriptive characteristics of the pain (such as intensity and chronology).
The main section of the WHYMPI used in this study asked about the familial 
responses towards the patient’s pain behaviours. That is whether they respond in 
a punishing manner, a manner that solicits further pain behaviours, or whether 
they distract the patient and focus their attention away from their pain.
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Questions in this section were measured using a visual analogue scale that was 
anchored by ‘never’ through 6 points to ‘very often’.
Internal consistency, reliability and construct validity has been demonstrated 
(Kerns et al., 1985). In terms of reliability Kerns and Turk (1985) suggest that 
the internal consistency of this scale is satisfactory ranging from 0.70 to 0.90.
2. Emotional distress:
The Hospital Anxiety and Depression Scale (H.A.D.S) (Zigmond & Snaith, 
1983) [a]. The H.A.D.S is a self reported assessment scale found to be a reliable 
tool for assessing states of depression and anxiety within a hospital medical 
outpatient clinic. The scales are also valid measures of severity of emotional 
disorder (Zigmond & Snaith, 1983). The H.A.D.S does give very clearly 
determined cut off points for clinical ranges and is a validated tool for measuring 
emotional distress in physical illness groups. Williams (1988) suggests that the 
correlation between depression severity scores on the H.A.D.S and psychiatric 
ratings was 0.74. A major problem with the H.A.D.S is that it is partly based on 
reports of physical as well as psychological symptoms. The H.A.D.S scale 
contains questions about being able to sit for periods of time and about feeling 
(or having) slowed down. These issues are often found in patients with long term, 
chronic, pain issues. However, it remains the best available and validated tool for 
such a clinical population. Extensive reliability and validity studies have been 
carried out for this research tool - although further evaluation with chronic pain 
patients still need to be performed (Wiliams, 1988). The cut off point that was 
used for this study was any individual who scored above eight on either the 
depression or anxiety scale (indicating from mild to severe anxiety or 
depression).
3. Expressed emotion:
The Level of Expressed Emotion Scale {L.E.E} (Cole & Kazarian, 1988). The 
L.E.E is a sixty item, self report scale, which provides an index of the perceived 
emotional climate in an individual’s influential relationships. Participants are 
asked to rate 60 statements about their family climate on a true or false basis.
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Constructed on the basis of a conceptual framework as described by expressed 
emotion theorists, this scale assesses four characteristic attitudes or response 
styles from significant others. In particular;
> Intrusiveness (i.e. making repeated attempts to establish contact or to offer 
unsolicited and frequently critical advice).
> Emotional response (i.e. offering a highly emotional response to the patients 
health issue, responding with anger or acute distress).
> Negative attitude towards illness (i.e. doubting the patient is genuinely 
experiencing the problems that they report).
> Tolerance / expectations (i.e. that because the relatives are not convinced that 
the patient is genuinely ill, they are generally intolerant of both disturbed 
behaviour and of long term social impairments) (Cole & Kazarian, 1988).
Internal consistency, reliability, and independence from factors such as gender 
and age and construct validity have been demonstrated (Cole & Kazarian, 1993). 
This is a first attempt at utilising this construct with a chronic pain population. In 
terms of reliability Cole and Kazarian propose that their data displayed that the 
L.E.E retained a high level of internal consistency with a schizophrenic 
population. The KR-20 coefficient for the overall scale was 0.95. While the sub­
scales of intrusiveness, emotional response, attitude towards illness or upset and 
tolerance\expectations, has KR-20 values of: 0.88, 0.86, 0.84 and 0.89 
respectively. However the validity of these scales has not been tested on this 
population, so results from these scales must be discussed with caution.
4. Pain descriptors:
The McGill pain Questionnaire (Melzack, 1975) - this measure consists primarily 
of 78 word descriptors measuring pain quality. It has been designed to provide a 
quantitative measure of clinical pain that can be treated statistically. The 
descriptive words were originally intended to fall into 3 categories:- sensory, 
affective and evaluative- however later consideration of the original McGill Pain 
Questionnaire (Turk, Rudy & Salovey, 1985) subsequently found that the 
measure, as a whole, did not display adequate discriminant validity. It is 
proposed, therefore, to use the number of words chosen only as a measure of pain
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reporting. However this measure is by no means perfect. There is an obvious
need in pain research, in general, for lengthy video observation and assessment
(Keefe, 1996). Due to such methods being extremely time consuming and costly,
shorter methods (as described) have been adopted for use in this study.
5.8 Design:
These patient measures yielded sets of scores o f :
1) Patient reported, perceived familial responses, to their pain behaviours as 
measured using the WHYMPI.
2) Emotional distress; Patients were assigned into high vs. low anxiety and high 
vs. low depression groups according to reported level of emotional distress on 
the H.A.D.S. The high anxiety group included individuals and their spouses, 
who presented with chronic pain and report emotional distress (i.e. Hospital 
Anxiety and Depression Scale (H.A.D.S) scores, on anxiety, at 8 or above, 
(Zigmond & Snaith, 1983). The low anxiety group comprised individuals and 
their spouses, who presented with chronic pain and report no emotional 
distress (i.e. a H.A.D.S score below 8 on anxiety). The high depression group 
included individuals and their spouses, who presented with chronic pain and 
report emotional distress (i.e. Hospital Anxiety and Depression Scale 
(H.A.D.S) scores, on depression, at 8 or above, (Zigmond & Snaith, 1983). 
The low depression group comprised individuals and their spouses, who 
presented with chronic pain and report no emotional distress (i.e. a H.A.D.S 
score below 8 on depression).
3) A patient reported level of perceived familial expressed emotion (on the 
L.E.E scale).
4) A score of the number of words that the patient used to describe their pain 
(on the McGill Pain Questionnaire).
The patients family or significant others’ measures yielded sets of scores of;
1) Familial / significant others’ responses to the patients pain behaviours.
2) Familial / significant others’ actual report of expressed emotion.
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In terms of statistical analysis, high/low anxiety groups and high/ low depression 
groups were analysed separately, to allow any characteristics that these groups 
may have had independently of each other to be seen in relation to expressed 
emotion.
6. Results (All histograms of experimental variables can be found in appendix 3):
6.1 Statistical analysis
Data were analysed using SPSS version 7.5 (Norusis, 1988). All variables were 
examined for skewness. Except for the composite L.E.E score and the West 
Haven Yale Multidimensional Pain Inventory sub-scale looking at how punishing 
the patients significant others were towards their pain behaviours, they all fell 
between 0.02  and 1.00 so the distribution was considered to be approximately 
normal (between -1 and +1). The composite L.E.E (a score of all sub-scales 
added together that gives a general rating for levels of expressed emotion) score 
(1.175) and the West Haven Yale Multidimensional Pain Inventory sub-scale 
“punishing” (1.366) were both transformed by taking the logarithm to the base 
10, which then gave satisfactory skewness (-.407 and -.035 respectively).
Chi squared analyses were conducted to investigate whether the number of high / 
low anxious / depressed, and numbers of men and women / marital status / most 
influential person (spouse vs. other) individuals in each group significantly 
differed. As the variables of the H.A.D.S scale, age, reported most influential 
person and number of years in pain were skewed the non-parametric Mann -  
Whitney test was employed to investigate whether these variables significantly 
differed according to whether the individual displayed either high / low 
depression or anxiety.
To establish whether there were differences in expressed emotion (family 
reported or patient perceived familial -  hypotheses 1& 2) between pain patients 
who scored as emotionally distressed and patients who do not, an independent 
samples t-test was employed. It was also employed to establish whether there 
would be differences between patients with high or low levels of emotional 
distress and the level of familial pain response behaviours (hypothesis 3). The
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basic aim of the independent samples t-test was to compare the amount of 
variability due to the predicted differences in scores between the two groups as 
against the total variability in the subjects’ scores. The predicted differences are 
calculated as a difference between the mean scores for two groups. The actual 
value of this difference between the means has to be compared against the overall 
range and variability in the scores. If there is only a little variability in the scores, 
then a quite small difference between the means might reflect a consistent 
difference between the groups (Greene & D’Oliveria, 1989).
Relationships between;
> Patient’s perceived family level of expressed emotion and the families actual 
reported level of expressed emotion.
> Patient’s perceived family level of expressed emotion and number of words 
chosen on the McGill Pain Questionnaire to describe their pain.
> Familial responses to pain behaviours and the number of words the patient 
chooses on the McGill Pain Questionnaire.
> Familial responses to pain behaviours and levels of expressed emotion. 
Hypotheses 4, 5, 6 , 7, 8 & 9 (respectively) were analysed using Pearson’s 
product-moment correlation coefficient, a parametric test that measures the 
amount and significance of a correlation between individual scores on two 
variables (Greene & D’Oliveria, 1989).
As the L.E.E scale has not been used with a chronic pain population, the 
reliability of the scale was calculated using Cronbach’s alpha test of reliability 
(Alpha = 0.6735) using SPSS 7.5.
The projected power of the statistical analysis and hence its ability to reject the 
null hypotheses was calculated using the GPOWER programme. The larger the 
power, the more likely one is to reject the null hypothesis when it is false. It 
suggested that to detect a 0.5 Standard Deviation effect (with the power of 0.7) 
102 subjects would be needed in total, which is a sample size larger than the 
actual sample population used in this study. This will influence the confidence 
with which one can accept the results.
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6.2 Population demographics and descriptive statistics:
Table 1: Age of patient sample and number of years in pain (in chronic pain 
patients’) -  descriptive statistics:
Variable N=58 Range Minimum Maximum Mean Median Std.
Deviation
Age 58 63.00 16.00 79.00 46.62 48.00 15.09
No. years 58 53.70 0.30 54.00 6.72 3.00 ‘ 9.26
in pain
The table on the previous page displays that the chronic pain patient population 
(n=58) had a mean age of 46.6 (range 16 -79  years) and that their mean reported 
number of years in pain was 6.72 (range 3 months -to 54 years). However, as 
these data were skewed (which would have influence the mean) the median 
number of years in pain is reported (median = 3 years in pain).
Table 2: Age of family sample descriptive statistics:
^Variable N= Range Minimum Maximum Mean Median Std.
Deviation
Age 35 60.00 20.00 80.00 ; 43.74 40.00 14.02
The tables above display that the family sample (n=35) had a mean age of 43.74 
(range 20 to 80 years).
Table 3: Gender and marital status demographics of the patient population;
Category Sub-category N= (%)
Gender f! Male 19 (33%)
Female 39 (67%)
Martial status Single 11 (19%)
Married / Co-habiting 36 (62%)
Divorced / Separated 8 (14%)
Widowed 3 (5%)
The above table displays that the most frequent marital status in the chronic pain 
patient sample was married / co-habiting.
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Table 4: Gender and marital status demographics of the family / significant 
other population;
Category Sub-category_________ -^Nsy. (%)
Gender Male (6 6%)
Female 12 (34%)
Martial status Single 7 (20%)
Married / Co-habiting 24 (6 8 %)
Divorced / Separated 2 (6 %)
p M jW M fff-  Widowed___________i 2 (6 %)
The above table displays that the most frequent marital status in the family / 
significant other sample was also married / co-habiting.
Table 5: The chronic pain patients’ sample reported most influential person:
Reported most
influential
person
N= (%)
Mother 4 (7%)
Father 2 (4%)
Brother 1 (2 %)
Sister 2 (4%)
Spouse 36 (61%)
Other relative 6 (10%)
Friend 7 (12%)
Neighbour 0 (0 %)
The table above displays that 61% of this sample reported that their spouse was 
the most influential person in their lives. The next most frequently reported 
influential person was ca friend’ (at 12%), followed by a member of the family 
that was removed from their immediate family (10%).
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Table 6 : The family / significant others’ sample reported most influential 
person:
Reported most
influential
person
N= (%)
Mother 1 3 (9%)
Father 0 (0 %)
Brother 1 (3%)
Sister 2 (6 %)
Spouse 24 (64%)
Other relative 3 (9% )'
Friend 2 (6 %)
Neighbour l i i s i i i i (3%)
The table above displays that 64% of this sample reported that their spouse was 
the most influential person in their lives. The next most frequently reported 
influential person was a member of the family that was removed from their 
immediate family (9%), followed by ‘a friend’ (6%).
6.3 Analysis of high and low anxiety / depression groups with background 
variables (gender, marital status & most influential person) comparisons: 
Chi squared tables (can be found in appendix 4).
1) Analysis of high / low anxiety & gender: 
yi (2) = 0.009, p= 0.923
These results suggest that high and low anxious groups did not significantly 
differ in gender.
2) Analysis of high / low anxiety & marital status (married / co-habiting vs. other):
%2 (2) = 0.042, p=0.837
These results suggest that the numbers of high and low anxious individuals did 
not significantly differ in marital status.
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3) Analysis of high / low anxiety & reported most influential person (spouse vs. 
other):
X2(2) = 0.113, p=0.737 
These results suggest that the numbers of high and low anxious individuals did 
not significantly differ in reported most influential person.
4) Analysis of high / low depression & gender:
X2(2) = 0.713, p=0.398
These results suggest that the numbers of high and low depressed individuals did 
not significantly differ in gender.
5) Analysis of high / low depression & marital status (married / co-habiting vs. other): 
X2 (2) = 0.481, p=0.488
These results suggest that the numbers of high and low depressed individuals did 
not significantly differ in marital status.
6) Analysis of high / low depression & influential person (spouse vs. other):
X2 (2) = 0.002, p=0.964
These results suggest that the numbers of high and low depressed individuals did 
not significantly differ in reported most influential person.
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6.4 Comparison of high and low anxiety / depression groups with 
background variables H.A.D.S, age and number of years in pain
C o m p a r is o n s !  (Mann-Whitney tables can be found in appendix 4).
1) Comparison of high and low anxiety groups on H.A.D.S scores:
U (2)= 0.000, p=0.000
These results suggest that there was a significant difference between high and low 
anxiety groups and H.A.D.S scores. As expected, the high anxious group had 
significantly higher scores.
2) Comparison of high / low anxiety & number of years in pain:
U (2) = 394.00, P = 0.682
The results suggest that there was no significant difference between high and low 
anxiety and the number o f years in pain reported.
3) Comparison of high/ low anxiety & age:
U (2) = 418.5, p=-0.023
The results suggest that there was no significant difference between high and low 
anxiety and age.
4) Comparison of high and low depression groups with H.A.D.S scores 
comparisons:
U (2)= 0.000, p=0.000 
These results suggest that there was a significant difference between high and low 
anxiety groups and H.A.D.S scores. As expected, the high depression group had 
significantly higher scores.
5) Comparison of high / low depression & number of years in pain:
U (2) = 274.5, p= 0.734
These results suggest that there was no significant difference between high and low 
depression and the number o f years in pain reported.
6) Comparison of high / low depression & age:
U (2) =257.5, p=0.514.
These results suggest that there was no significant difference between high and low 
depression and age.
280
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
6.5 Analysis of Hypothesis 1: Levels of family expressed emotion and patient 
emotional distress (where high depression = HADS equal to or greater than 
8 and low depression = HADS below 8) groups comparison.
Table 11: t — tests (independent samples);
' fry H.A.D.S or patient distress
Variable -
Fainilj
reported
High
Depression
(S-D)
n=13
Low
Depression
(S.D)
n=45
t df Signif. 
2 tailed
Family 1.86 1.11 1.12 33 0.273
attitude (2.12) (1.45)
Family 3.57 -0.47 33 0.64
emotion (1.90) . (3.08)
Family 3.29 l i i l M H l P i -0.94 33 0.93
intrusion (3.04) (2.62)
Family 2.43/ 2.29 0.18 33 0.86
tolerance (2.51) (1.78)
Comp EE 10.71/ 10.93 -0.08 33 0.94
score (6.37) (6.10)
*The cut-off point suggested by Zigmond & Snaith in their original 1983 study, detailing the use 
of the H.A.D.S.
The table on the previous page displays that there were no significant differences 
between individuals’ with high or low distress and expressed emotion reported 
by the family.
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Levels of family expressed emotion and patient emotional distress where 
high anxiety = HADS equal to or greater than 8 and low anxiety = HADS 
below 8) groups comparison.
Table 12: t -tests (independent samples)
H.A.D.S or patient 
distress
IppfiliSitlll!
Variable -
Family
Reported
High
Anxiety
(S.D)
n=31
Low 
Anxiety 
(S.D) ' 
n=27
T df Signif. 
2 tailed
Family attitude 1.33
(1.68)
1.88
(1.55)
0.287 33 0.78
Family emotion : 3.83 
(2.64)
‘ 4.24 
(? 15)
-0.41 MMl 0.69
Family intrusion : 3.44 
(2.48)
3.29 
- (2.91)
f\ 0.17 0.87
Family tolerance 2.00
(1.88)
2.65 
- (L93)
-1.00 0.32
Comp EE score 10.44/
(5.63)
11.35
(6.62)
-0.44 IBB 0.66
The table above displays that there were no differences between individuals with 
high or low anxiety and expressed emotion reported by the family.
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6.6 Analysis of Hypothesis 2: Levels of patient perceived familial expressed 
emotion and patient emotional distress (where high depression = HADS 
equal to or greater than 8 and low depression = HADS below 8) groups 
comparison.
Table 13: t -  tests (independent samples);
H.A.D.S or patient 
distress
Variable -  Family 
Reported
High Low T
Depression Depression 
(S.D) (S.D)
n= 13 n=45
Family attitude
Family
emotion**
Family intrusion* 
Family tolerance 
Comp EE score*
1.15 ■ 2.22
(1.21) (2.43)
1.77 3.51
(1.83) (3.54)
3.92 3.96
(1.85) (2.76)
1.92 2.71
(1.12) (2.79)
0.92/ 1.00
(0.17) (0.33)
SB
111
-1 52
-2.38
-0.49
H -0.10
- 1.21
df ; Signifig. 
5 2 tailed
.34 0.02
”:T 0.96
0.37
(p=0.05 level of significance for two tailed tests, * = significant on Levene’s test for 
equality of variance so these figures are quoted as being for an unequal variance sample). 
(* * Denotes a significant result).
The table above suggests that there were significant differences between 
individuals’ who were depressed and those who were not depressed in perception 
of familial expressed emotion
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Levels of patient perceived familial expressed emotion and patient emotional 
distress (where high anxiety = HADS equal to or greater than 8 and low 
anxiety = HADS below 8) groups comparison.
Table 14: t- te s ts  (independent samples);
H.A.D.S or 
patient distress
Variable - High Low t Df Signif.
Patient Anxiety Anxiety T .. 2 tailed
Reported (SD) (SD)
n=31 n=27
Family attitude* 2.33
(2.76)
1.61
(1.50)
1.26 45.38 0.22
Family emotion* 3.87
(3.73)
2.32
(2.61)
1.84 52.04 0.07
Family intrusion 4.20
(2.50)
3.68
(2.67)
0.77 56 0.45
i t e S S l l i f l l
Family tolerance 2.80
(2.78)
2.25
(2.24)
0.83 56 0.41
Comp EE score 1.05
(0.27)
0.90
(0.31)
1.91 56 0.06
(* = significant on Levene’s test for equality of variance so these figures are quoted as being for 
an unequal variance sample).
The table above displays that there were no significant differences between 
individuals who were highly anxious and those who were not, in perception of 
familial expressed emotion.
However, given greater power (i.e. larger sample numbers), these results could be 
suggestive of future significance between individuals who are display high 
anxiety and increased reporting of perceived negative emotional responses within 
their families.
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6.7 Analysis of Hypothesis 3: Levels of family response to pain behaviours 
where high depression (HADS equal to or greater than 8), low depression 
(HADS below 8) groups comparison.
Table 15: t -tests (independent samples)
HADS or patient distress.
Variable High Low T 
- ‘ ~ : '• Depression IDepression 
(SD) (SD) 
n=13 f;h“ 45‘
df Signif. 
2 tailed
Family punish response 4.03 0.12 ; -0.62
(0.39) \0 .2 9 )l . - 
Family solicit response 3.12* j 4;iO*X'.: -2.13
(1.22) (1.05)
Family distract response 2.10 .2.26 -0.35
(1.02) (1.11)
33 0.54
....  •. ;
33 0.04 
33 0.73I:.:-.:.:!- !: :;!
(p=0.05 level of significance for two tailed tests.).
(* Denotes a significant result).
As can be seen from the above table, there was a significant difference between 
those individuals who scored high vs. low depression on the H.A.D.S scale and 
family response to pain behaviours. Specifically that, less depressed pain 
individuals have families who respond to their pain behaviours in a solicitous 
manner.
Levels of family response to pain behaviours where high anxiety (HADS 
equal to or greater than 8), low anxiety (HADS below 8) groups comparison.
Table 16: t-tests (independent samples)
HADS or patient 
distress. B8 SSEfflHN
Variable : High Low T df ; Signif.
Anxiety
(SD)
Anxiety 
' (SD) ’
y 2 tailed
n=31 n=27
Family punish response 0.16 4.67 1.11 ^ 3 " A 0.28
(0.26) (0.35) 1| ; " . '-SI
Family solicit response 3.75 4.06 -0.80 33 ' 0.43
(1.05) (1.24)
Family distract response 2.19 2.26 . -0.18 33 0.86
(1.06) : (1.14)
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As can be seen from the table on the previous page, there were no significant 
differences between those individuals who scored high or low depression on the 
H.A.D.S scale and family response to pain behaviours.
6.8 Analysis of Hypothesis 4: The relationship between family response to 
pain behaviours and pain reporting (total number of words chosen on the 
McGill pain Questionnaire):
Table 17: Pearson’s product-moment correlation co-efficients between number of 
words chosen to describe their pain and family response to their pain behaviours.
Family distraction 
behaviours
Family solicitous 
behaviours
\ Family punishing 
behaviours
No. of words 0.1790 0.0963 » -0.1314
(n=35) ■ (n=35) (n=35)
p=0.304 p=0.582 < P=0.452
The table above displays that family responses to the individuals’ pain 
behaviours were not significantly related to the number of words chosen to 
describe their pain.
6.9 Analysis of Hypothesis 5: The relationship between number of words 
chosen (McGill Pain Questionnaire) and Anxiety.
Table 18: Pearson’s product-moment correlation co-efficients between number of 
words chosen by the individual to describe their pain and anxiety.
_______ No of_words_______
Anxiety 0.142
_______ Sig= 0.289'
(N=58)
As can be seen from the table above number of words chosen to describe pain 
and anxiety are not significantly related.
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Analysis of the relationship number of words chosen (McGill Pain 
Questionnaire) and Depression.
Table 19: Pearson’s product-moment correlation co-efficients between number of 
words chosen to describe pain and depression.
______  No of words_______
Depression 0.250
_________________________ S ig - 0.058________
(n=58)
As can be seen from the table above there was no significant relationship 
between number of words chosen to describe pain and depression. However, 
should this study be repeated at some time during the future, with a greater 
sample population (hence increased power), then a significant relationship may 
well be observed (as it is currently quite close to reaching a level of 0.05 
significance).
6.10 Analysis of Hypothesis 6: The relationship between patient’s perceived 
familial levels of expressed emotion and family reported levels of expressed 
emotion:
Table 20: Pearson’s product-moment correlation co-efficients between individual 
and family.
Family Family Family Family
Attitude intrusion Emotionality Tolerance
Indiv. Attitude T  -0.108 
(n=35) 
p=0.95
Indiv. Intrusion -0.2469 
(n=35) 
p=fl.15
Indiv. Emtion. -0.2038
(n=35)
p=0,24
Indiv Tol. 0.0858
(n=35)
p=0.62
(Total number of participants n = 93, of that 58 individuals were patients of the pain clinic and 35 
were family members).
As can be seen from the table above, there was no significant relationship 
observed between individual and family reporting of expressed emotion.
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6.11 Analysis of Hypotheses 7, 8 & 9: The relationship between expressed 
emotion and familial response to pain behaviours.
Table 21: Pearson’s product-moment correlation co-efficients between family 
response behaviours and expressed emotion.
Family response 
behaviours
Solicitous
Response
Punishing
Response
(logarithm)
Distracting
Response
Intrusiveness 0.176 0.070 0.106
(n= 58) (n= 58) (n= 58)
p=0.05 p= 0.05 p=0.05
Emotional response -0.231* 0.539* -0.111
(n= 58) (n= 58) (n= 58)
p=0.05 p=0.05 p=0.05
Negative attitude -0.361* 0.476* -0.145
(n= 58) (n= 58) (n= 58)
p=0.01 p=0.01 p=0.05
Low tolerance -0.263* 0.333* -0.51
(n= 58) (n= 58) (n= 58)
; p=0.05 p=0.01 p=0,05
CompositeE.E Score -0.219* 0.409* -0.68
(logarithm) (N= 58) (N= 58) (N=58)
P^ 0.05 P= 0.01 P=0.05
(Correlation’s quoted for two For 2 tailed hypotheses). 
(* Denotes a significant result).
The table above displays that the expressed emotion sub-scale ‘Intrusiveness’ 
was not related to any of the familial responses included in this study. However, 
solicitous familial responses were negatively correlated with the expressed 
emotion sub-scales of; overt emotional response, negative attitude, low tolerance 
and the composite expressed emotion score. Punishing responses were also 
correlated (although positively) with the expressed emotion sub-scales of; overt 
emotional response, negative attitude, low tolerance and the composite expressed 
emotion score.
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7. Discussion:
7.1 Summary and discussion of results;
The relationship between family reported levels of expressed emotion and 
emotional distress in the individual with chronic pain issues:
These results did not display a significant difference between family reported 
levels of expressed emotion between those chronic pain patients who score as 
emotionally distressed and those who do not (therefore research hypothesis 1 is 
rejected in favour of the null).
The relationship between the clients* perceived level of expressed emotion 
and emotional distress:
These results indicate a significant difference between high and low emotional 
distress groups and expressed emotion in the individual’s perception of familial 
expressed emotion, but only in terms of depression and not anxiety. That is 
individuals who report low depression were more likely to have had higher 
perceived negative familial emotional responses to the individuals’ pain. This 
result seems to stand against what might be seen as the more plausible suggestion 
that highly depressed individuals would perceive their families as high in 
expressed emotion, as these individuals would seem more likely to over process 
thoughts, observations and feelings about the family climate. The null hypothesis 
2  is rejected in terms that there is a significant difference between high and low 
groups in depression and expressed emotion.
In terms of anxiety, there were no significant differences observed between 
individuals who are highly anxious and those who are not in perception of 
familial expressed emotion. However, had the statistical procedure had greater 
power (i.e. a greater number of participants), a relationship between negative 
familial reactions to the patient’s pain behaviours and anxiety may have been 
shown, as the results of the t-test between these two variables were very close to 
significance at the 0.05 probability level.
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The relationship between levels of emotional distress in the client and 
familial response to their pain behaviours:
These results did not find any statistically significant relationship between 
emotional distress in terms of anxiety and spousal / significant others’ response 
to their family members’ pain behaviours. However, there was a significant 
difference between high and low groups in depression and family solicitousness. 
That is, on average, those individuals who displayed low depression levels had 
families who were more solicitous of the individuals’ pain behaviours. Therefore 
research hypothesis 3 is rejected infgyour of the null where anxiety is concerned 
and accepted when one is considering depression. This would, in part, support 
the research that suggests that spouses or significant others acted as 
discriminative cues to pain behaviours in chronic pain patients’ (as suggested by 
Block & Boyer, 1984).
Family response to pain behaviours and number of words chosen to describe 
pain:
These results display that there is no statistically significant relationship between 
fam ily  responses to pain behaviours and the number of words that the patient 
uses to describe their pain. Therefore research hypothesis 4 is rejected, suggesting 
that familial responses to pain behaviours (whether supportive, negative or 
distracting) do not increase the number of words that the patient uses to describe 
their pain.
Emotional distress and number of words chosen to describe pain:
There was no statistically significant relationship found between depression and 
pain reporting (by increased number of words chosen on the McGill Pain 
Questionnaire). However, if there had been a larger sample size, a significant 
relationship may have been observed between anxiety and number of words 
chosen as the results of the correlation were very close to being significant at a 
0.05 probability level. Therefore research hypothesis 3 is rejected.
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The relationship between familial and client reported levels of expressed 
emotion:
These results did not display any significant relationship between the individual’s 
perceived level of expressed emotion and the actual level of expressed emotion 
as reported by the significant other / family. Therefore research hypothesis 6 is 
rejected. One may then, suggest that there is some discrepancy between patient 
and family perceptions of the levels of expressed emotion within their family 
unit. An interesting observation seen from within these data was that whilst the 
families of chronic pain individuals self report low levels of expressed emotion, 
the individuals’ themselves generally perceive their family / significant others as 
being higher in expressed emotion (as displayed by E.E averages for both 
groups). It is then, the patient’s perception of familial expressed emotion that 
appears to influence emotional distress.
The relationship between solicitous familial responses to the patient’s pain 
behaviours and expressed emotion:
These results displayed a significant, negative, correlation between solicitous 
familial responses and the composite score of expressed emotion (p=0.05). 
These data also displayed significant, negative, correlations between the sub­
scales of overly emotional response behaviour (p=0.05), negative attitude 
(p=0.01) and low tolerance (p=0.05). That is as solicitous response behaviours 
increase, levels of expressed emotion within the family climate decrease (with 
the exception of ‘intrusiveness’ which does not correlate with any of the familial 
response behaviours included in this study). Therefore, hypothesis 7 is accepted. 
Bearing in mind the four sub-scales that the L.E.E is comprised of, it may not 
seem surprising that solicitous familial responses are negatively related to 
intrusiveness. Scale 1 of the L.E.E which measures intrusiveness (such as 
repeated attempts to establish contact or offering unsolicited and frequently 
critical advice), scale 2  which measures emotional response (such as highly 
emotional responses to the individual’s health issues), scale 3 which measures 
negative attitude towards illness and scale 4 which measures tolerance / 
expectations (such as relatives not believing the patient is genuinely ill) would
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stand in contradiction / contrast to high levels of solicitous familial response 
levels (as these responses would foster pain / illness behaviours).
The relationship between punishing familial responses to the patient’s pain 
behaviours and expressed emotion:
These results displayed a significant, positive, relationship between punishing 
familial responses to the individual’s pain behaviours and the composite score for 
expressed emotion (p=0.01). These data also display highly significant, positive, 
relationships between the sub-scales of overly emotional response behaviour 
(p=0.05), negative attitude (p=0.01) and low tolerance (p=0.01). That is when a 
family of a chronic pain patient displays high levels of emotional response, 
negative attitude and low tolerance of pain behaviours, high levels of expressed 
emotion will also be present. Therefore, hypothesis 8 is accepted.
It may be hypothesised that punishing responses may be perceived as similar in 
nature to high levels of overly emotional responses, negative attitude towards the 
individual’s illness and low tolerance / high expectations, so a positive 
relationship between these variables would seem to make sense.
The relationship between distracting familial responses to the patient’s pain 
behaviours and expressed emotion:
The results did not display any significant relationship between distracting 
familial responses and expressed emotion. Therefore hypothesis 9 is rejected in 
favour of the null.
Martial relationships within this study:
In terms of marital dissatisfaction no actual measurement of this variable was 
taken. However, marital demographics were recorded, as was a record of the 
patient’s reported most influential person. The results suggest that 65% of this 
sample were married or co-habiting and that approximately equal numbers of 
individuals report their spouse to be the most influential person in their lives. 
These results do not seem to suggest the high levels of marital dissatisfaction that 
Kerns and Turk outline in their 1984 study.
292
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
7.2 Limitations of this study
There are a number of limitations of the present study that require discussion. 
Each limitation will be considered in turn.
Heterogeneity of the Sample:
This research sample was a fairly heterogeneous group that was representative of 
the chronic pain population in general (i.e. it reflected the epidemiological 
characteristics of pain populations). However, some of the standard deviations of 
these variables were quite large, which may have introduced unexpected 
variations into the data.
Another limitational factor, related to the heterogeneity of the sample, is that the 
results of this study are based upon a clinic sample population, and may not be 
representative of the general population of individuals that suffer with chronic 
pain that do not present at clinics / doctors surgeries. There is also, no doubt that 
with such a specialist service, other, unknown variables (that could not be 
controlled for) may have had some effect on the sample that agreed to participate. 
These unseen biases could have prejudiced or skewed the final results. 
Suggestions of such are: firstly, 120 clients were initially approached to 
participate in the study, yet only approximately 50% agreed. The clients who 
agreed to participate may have had differing family climates (hence levels of 
reported expressed emotion and response to pain behaviours may have been 
higher or lower in this group) than the clients who were approached, but declined 
to participate. Secondly, that the pain management programme is a tertiary 
service, that deals with the more complex cases that other services have not been 
able to manage. Perhaps clients who manage to get referred to such a service 
have distinct epidemiological characteristics of their own. These clients may have 
been more conscientious, have had better strategies around getting their needs 
noticed or may have had better financial resources (in order to able to just 
physically get to a clinic that may be geographically far away from their local 
services). All of these factors may have placed limitations upon the extent to 
which the results of this study could be generalised to the chronic pain population 
as a whole.
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Sample sizes:
The sample sizes in both groups (clients and family members / significant others) 
were relatively small. Statistical power of at least 0.67 is achieved between the 
two groups. This states that (at best) there is a 67% chance of appropriately 
rejecting the null hypothesis, observing a true difference between the groups. 
Conversely, his also means that there is (at least) a 33% chance of failing to 
observe a statistical difference between the groups when such a difference does 
exist. In terms of the statistical analyses and the non-significant outcomes, it 
should also be noted that the initial power analysis suggested that 100 + subjects 
were needed to display statistical significance. Therefore, negative results could 
potentially be due to the small sample size, and the results may be found to be 
different (or positive) with a larger sample population.
Control groups:
In terms of criticism of the design of this study, one may pose the question as to 
why a control group was not used. Good research design usually considers 
experimental effect against a baseline measure (as is a control group). In answer 
to this hypothetical question two issues must be considered. Firstly that it is 
difficult to see what kind of group of individuals would have been appropriate as 
a control group. In terms of a chronic pain population in general (and indeed of 
this sample) there are very few epidemiological characteristics that hold true 
across any population. Literature suggests that large numbers of chronic pain 
patients present with low back pain (Main, 1984). Also that women are shown to 
be more inclined to report any symptoms to a doctor and present at a much higher 
rate than men do at pain clinics, (women 2:1, as opposed to men who present 9:1 
- Skevington, 1995). Otherwise, socio-economic class and ethnicity are seen to 
vary enormously across samples. Ideally, participants should have been matched 
with a group that controlled for these factors such as a women’s depression group 
(although this too, would have had widespread characteristics that may have been 
similar - or dissimilar - to a chronic pain group). Alternatively, these factors 
could have been controlled by matching subjects with control individuals on a 
case by case basis for age, gender, culture, medications, mood and emotional 
distress (such individuals could be found within an adult community mental
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health teams’ client list). Such a control group would hopefully display that 
observed levels of expressed emotion were not due to the fact that the 
participants were experiencing chronic pain though there may have been a 
differential medication effect. Difficulties in finding a suitable control group 
could be seen as being due to the nature of chronic pain specialist services, as 
they are often tertiary referrals, geographically away from the patients’ local 
services, with patients that span socio-economic classes, with varying levels of 
disability. Therefore, variables that need to be controlled to display that the 
constant is not responsible for the observed levels of expressed emotion become 
unclear.
Suggestions of breaking groups into ‘organic’ vs. ‘psychogenic’ pain (in terms of 
a control group) is not appropriate - the personality approach suggests that 
chronic pain may be explained by the presence of a psychiatric disorder or 
particular personality characteristics. A distinction is therefore made by some 
between ‘real’ or organically based pain, and ‘psychogenic’ or emotionally based 
pain, however, this assumes that there are normative data that are available to 
prescribe the amount of pain appropriate to various syndromes. It also suggests 
that current medical diagnostic procedures are capable of identifying all 
pathology or that ‘organic’ and ‘psychogenic’ problems cannot independently co­
exist. The dichotomy of chronic pain as either being ‘organic’ or ‘psychogenic’ 
has been dismissed as over simplistic and inappropriate in view of the more 
modem multi-factoral experience formulations of pain (Rudy and Turk, 1987).
Generalisation of this studies’ results to the general pain population:
Statements regarding significant findings (i.e. on average that low depression 
pain patients receive more solicitous responses form their partners) are only 
suggestive of causation, and should be taken as so. Also, the research variables 
could have been only partially correlated (i.e. there could be some further 
variable(s) that have not been measured in this study, yet still affect the research 
variables) or be related to both expressed emotion and emotional distress.
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Measures:
With the exception of the L.E.E scale, all measures used in this study are 
currently used within the assessment and treatment of chronic pain. However, 
both the H.A.D.S and the WHYMPI pose problems when considering both pain 
and general populations.
In terms of the H.A.D.S, one might suggest that two of the questions could be 
introducing error variance into the data. In particular, questions numbered two 
and thirteen, “ I feel as if I am slowed down” and “I can sit at ease and feel 
relaxed” (respectively) could both introduce confounding factors as chronic pain 
individuals often report these symptoms on a purely physical basis. Such 
reporting would mean that these symptoms would increase the individuals score 
and as such may have skewed the data. However, the H.A.D.S has good reported 
reliability and was considered the best choice of measure, as the questionnaire 
package needed to be kept as minimal as possible to increase response rate. 
However, this study found no other reasons or observations to suggest that this 
measure was not appropriate for use with a chronic pain population.
Whilst the WHYMPI did not propose any serious errors many of the participants 
proposed comments regarding it. Participants suggested that it was extremely 
time consuming and that they found the question as to whether they engaged in 
sexual activities too invasive and personal. It was suggested that some of the 
family members / significant others who were not partners or spouses found this 
question uncomfortable to answer. Older participants voiced that this question 
was either not significant or inappropriate given that the researcher was a 
younger woman. Another point of note is that not all sections of the WHYMPI 
were used in this study. Section 1, that explores pain severity, life control and 
affective distress, was not used. This section was not used for two reasons. 
Firstly, that the H.A.D.S was used as a measure of affective / emotional distress, 
and secondly that the information on pain severity and life control was gathered 
for use within their clinical interview with the clinical psychologist.
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The L.E.E scale’s main criticism is to be found within its administration. 
Participants commented that the scoring procedure (a grid on a separate page 
from the questions themselves) was too complicated and frequently meant that 
participants became Tost’ when trying to answer the true / false statements 
regarding expressed emotion. Many participants also commented that the 
questions on this scale were worded in difficult tenses and so made their 
understanding of what the question was actually asking difficult. Hence, the 
tense used in some questions may have produced false positives.
Large-scale research, with large sample sizes, needs to be carried out with the 
L.E.E to check its construct validity. Bearing this point in mind, conclusions 
drawn form from such a tool must be considered with some caution. Also, the 
L.E.E scale has not been standardised with a chronic pain population, and whilst 
the reliability of the scales was computed as adequate for this sample, there still 
remains some question as to how reliable and valid this scale is with this 
population. Further exploration of chronic pain samples using this measure will 
provide a better measurement of this measure’s reliability.
. A general limitation that is also imposed by this type of study (i.e. self-report) is 
that in many instances the significant other / family, were present during the 
completion of the measures (even though participants were given the option to 
complete measures away from others). This may have influenced how some 
participants answered the questions, as they may have felt that they were not 
completely able to answer accurately as the person they were detailing was 
nearby or aware of their answers. Also completion of measures may have been 
hampered by the environment in which the measures were completed (in a 
waiting area) and by the completion being interrupted by individuals being called 
for their initial pain clinic appointment.
7.3 Theoretical implications for treatment:
This study suggests that depression in the pain individual is significantly related 
to the individual’s perceived level of expressed emotion within their family. 
Specifically that individuals who report low levels of depression are more likely
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to have higher levels of perceived negative emotional responses to their pain. It 
also suggests that family responses to the patients’ pain behaviours are related to 
the levels of expressed emotion / family climate within their family unit. In 
particular that solicitous familial responses to a patients’ pain behaviours are 
negatively related to lower levels of expressed emotion (such as overly emotional 
responses to the patients’ pain, negative attitudes towards the individuals’ pain 
and low tolerance of their pain or symptoms) within the family unit. This study 
also suggests that high levels of punishing responses are positively related to high 
levels of expressed emotion (such as overly emotional responses to the patients’ 
pain, negative attitudes towards the individuals’ pain and low tolerance of their 
pain or symptoms) within the family unit. These results would seem to stand in 
support of Flor and colleagues (1984) suggestion that family members should be 
included in both assessment and treatment of chronic pain patients.
Assessment of expressed emotion within the family could enable a clearer 
indication of chances of efficacy of and choice of type of treatment for chronic 
pain. Treatment efficacy might increase if help were given to these individuals to 
reduce their perception of negative familial behaviours and attitudes. This in turn 
would help the individual and their family to focus on their suggested treatment / 
coping strategies for their pain problems. Identification of expressed emotion 
levels within the patient’s family may also help to identify familial response to 
the individual’s pain behaviours. This may, in turn, aid clinicians to identify 
which families have adopted responses that may reduce the efficacy of multi­
therapy pain management programmes. This has already been demonstrated by 
Mermelstein and colleagues’ (1983) behavioural approaches to successful 
abstinence of smoking, where spouses reinforced efforts to ‘quit’ and punish the 
individual less.
7.4 Implications for future research:
Suggestions for future research that have emerged from this study are:
1) Research in to what extent high expressed emotion families are actually high 
anxiety families and to what extent these two variables may measure each
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other would be helpful in terms of assessing the appropriateness of using 
measures of expressed emotion in chronic pain populations.
2) Research in to emotional distress and efficacy of specific treatment models 
may help to identify those individuals who may have family environments 
that may impede treatment (both psychological and medical). Groups for 
comparison in such a study could be broken into high / low emotional distress 
and high / low perceived familial expressed emotion. Treatments could then 
be given on an individual basis and on a family basis. It would be interesting 
to observe which treatment method was the most efficacious. This in turn 
may highlight whether specific models could be deployed to maximise 
efficacy of psychological and medical chronic pain treatments and help to 
involve family members more positively in the change process.
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Appendix 1: Participants consent forms and information 
sheet
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ATKINSON MORLEY’S HOSPITAL
St George’s Hospital Medical School 
University of London
PAIN CLINIC
Consultant:
MATERIAL REDACTED AT REQUEST OF UNIVERSITY
Information for volunteers
A study of individuals with long term pain and their 
families
In this study we are hoping to find out about some of the problems 
that people who have long term pain experience. In particular how 
they experience and describe their pain and how their families or 
partners react to their pain. It is hoped that this study will lead to 
better ways of helping individuals (and their families) in long term 
pain in the future.
If you agree to take part in the study we would like you to complete 
some short questionnaires that take some general information about 
you (such as your age). We will also ask you to describe how you 
feel at that moment, your pain, and how your family / partner reacts 
to your pain. The questionnaires should take no longer than about 20 
minutes and you can complete them as you are awaiting your 
appointment at the pain clinic.
If you agree to take part in this study you can change your mind at 
any time and decide not to continue without having to say why. Any 
medical treatment you may be receiving will not be affected by your 
decision whether to take part or not. All the information you give 
will be confidential and will not be used for anything other than for 
purposes of this research.
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ATKINSON MORLEY’S HOSPITAL
St George’s Hospital Medical School 
University of London
PAIN CLINIC
Copse Hill 
Wimbledon 
London SW20 ONE 
Tel: 0181 946 7711
Consent form for volunteers
I (name).... 
of (address)
Have read and understood the “Information for volunteers” which 
describes the research project and have been given a copy o f this to 
keep.
I understand that I am entering this project of my own free will and 
am free to withdraw from this study at any time without necessarily 
giving any reasons, and without prejudice to my care / medical 
treatment.
I understand that all information for the study will remain 
confidential.
Signed
Consultant:
T.E Hollway
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ATKINSON MORLEY’S HOSPITAL
St George’s Hospital Medical School 
University of London
PAIN CLINIC
Consultant: Copse Hill
T.E Hollway Wimbledon
London SW20 ONE 
Tel: 0181 946 7711
Information for volunteers
A study of individuals with long term pain and their 
families
In this study we are hoping to find out about some of the problems 
that people who have long term pain experience. In particular how 
they experience and describe their pain and how their families or 
partners react to their pain. It is hoped that this study will lead to 
better ways of helping individuals (and their families) in long term 
pain in the future.
If you agree to take part in the study we would like you to complete 
some short questionnaires that take some general information about 
you (such as your age). We will also ask you to describe how you (as 
family / partner) react to your partner’s pain. The questionnaires 
should take no longer than about 20 minutes and you can complete 
them as your leisure.
If you agree to take part in this study you can change your mind at 
any time and decide not to continue without having to say why. Any 
medical treatment your family member may be receiving will not be 
affected by your decision whether to take part or not. All the 
information you give will be confidential and will not be used for 
anything other than for purposes of this research.
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ATKINSON MORLEY’S HOSPITAL
St George’s Hospital Medical School 
University of London
PAIN CLINIC
Consultant:
T.E Hollway
Copse Hill 
Wimbledon 
London SW20 ONE 
Tel: 0181 946 7711
Consent form for volunteers
I (name).... 
of (address)
Have read and understood the “Information for volunteers” which 
describes the research project and have been given a copy of this to 
keep.
I understand that I am entering this project of my own free will and 
am free to withdraw from this study at any time without necessarily 
giving any reasons, and without prejudice to my family members’ 
care / medical treatment.
I understand that all information for the study will remain 
confidential.
Signed
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Appendix 2: Copies of research measures
• The number of words chosen sub-scale from the McGill Pain 
Questionnaire.
• The Hospital Anxiety and Depression Scale
• The Level of expressed emotion scaled
- Both client and significant other versions
• The West Haven Yale Multidimensional Pain Inventory
- Both client and significant other versions
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W HAT DOES YOUR TAIN FEEL LiKE?
Sonic or the words below describe your present pain. Circle ONLY those words 
that best describe it. Leave out any category th a t is not suitable.
1
Flickering
Quivering
Pulsing
Throbbing
Beating
Pounding
5
Pinching
Pressing
Gnawing
Cramping
Crushing
9
Dull
Sore
Hurting
Aching
Heavy
13
Fearful
Frightful
Terrifying
17
Spreading
Radiating
Penetrating
Tiercing
2
Jumping
Flashing
Shooting
6
Tugging
Pulling
Wrenching
10
Tender
Taut
Rasping
Splitting
14
Punishing
Gruelling
Cruel
Vicious
Killing
18 W 
Tight 
Numb 
Drawing 
Squeezing 
Tearing
3
Pricking
Boring
Drilling
Stabbing
Lancinating
7
Hot
Burning
Scalding
Searing
It
Tiring
Exhausting
15
Wretched
Blinding
19
Cool
Cold
Freezing
4
Sharp
Cutting
Lacerating
8
Tingling
Itchy
Smarting
Stinging
12
Sickening
Suffocating
16
Annoying 
Troublesome 
Miserable 
Intense 
Unbearable 
20 
Nagging 
Nauseating 
Agonizing 
Dreadful 
. Torturing
IIO W  STRO N G  IS YOUR PATN?
Please mark along this line the number that represents how strong your pain is at the 
moment.
0
No
Pain
9 10
W orst pain 
imaginable
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1
HAD S c a le
Name: Data:
Doctors are aware that emotions play en important part in most Htnesses. If your doctor knows about these feelings he wilt be able lo 
help you more.
This questionnaire is designed to help your doctor to know how  you feel, fiend each Hem and place a Him tide in the bn* opposHe the 
reply which comes dosest to how you have been feeling in the past week.
Don! take too long over your replies: your Immediate reaction to each item will probably be more aocurate than a long thnuqht-owt 
response.
» rick ooty or* box In eacfi section
I . I feel ten se  o r *wound up’:
Most of the tim e..................
A lot of the tim e ..........
Time to time. Occasionally 
Not at all ..............................
e . I feel as If I am slowed down:
Nearly all the lim e.................
. Very o ften .................  ....
Sometimes .............. ............
Not at all ...............................
3 . I still enfoy the things I used to enjoy:
Definitely as m u ch .............................
Not quits so much ...................
Only a tittle'..........................................
Hardly at ail ........................................
5 .  f get a so rt of frightened feeling a s  If 
som ething awful Is about to happen :
Very definitely and quite badly..........
Yes. but not too bad ly ........................
A little, but it doesn't worry m e  .
Not at all .............................................
I ge t a sort of frightened feeling like 
‘butterflies' In the stom ach:
Not at all ............ *..............................
Occasionally.....................................
Quite often  ...................................
Very o ften .........................................
6 .1  have lost Interest In my appearance:
Definitely ..............................................
I don'l take so much care as I should..
I may not lake quile a s  much care ....
I lake jusl as much care as ever ........
I can  laugh and see  the funny side of 
th ings:
A s‘much as I always could ...............
Not quite so much n o w .....................
Definitely not so much now   .....
Not at all .............................................
>3. I feel re s tle ss  as If I have to be on the 
m ove:
Very much indeed .............................. .
Ouile a lo t .............................................
Not very much ....................................
Not at all __ _____________________
9 . Worrying thoughts go through my 
mind:
A groat deal of the tim e......................
A lot of the tim e ................
From time to tine but r.c! too often .. 
Only occasionally ..............................
11 I f e e l  c h e e r f u l :
Not at a l l .............................................
Not o fte n .........................................—
S om etim es.........................................
Most of the lim e —  ------------
in I look forward with en|oym ent to things:
As much as ever I did ______ .........—
Rather less than I used to ....................
Definitely less than I used t o ________
Hardly at all
1.'-' I g e t sudden  feelings of panic:
Very often indeed ........ ........... ..............
Ouile o ften  .......................................
Not very o fte n   _________ _____
Not at a l l .................... .............................
11 I can  sit a t e sse  and feel relaxed:
Definitely ..........--------------------
Usually ...._____________ _____
Not often ....___________...-------
Not at a l l ......................................
14 I can en|oy a good book or radio or TV 
programme:
O fte n ................................ ......... ............
Sometimes ................................ ....... .....
Not o ften   .....................................—
Very seldom ...........................................
Ho iW  M ito b~htw Ihts <*v
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ileie
ILEE
E E E
yi
LEVEL OF EXPRESSED EMOTION SCALE
Relative Version
John D. Cole, Ph.D. 
Shahe S. Kazarian, Ph.D.
Instructions:
The following are a number of statements that describe the way in which you may act 
towards someone. Please read each statement and indicate whether you have been acting 
in these ways towards your relative (son, daughter, spouse, etc.) over the past three 
months.
Mark your answers on the separate Answer Sheet provided. Simply circle the (I) box if 
you feel that the item is TRUE. Grcle the (F) box if you feel the item is FALSE. It is 
important to make sure that the statement number agrees with the number of your response 
on the Answer Sheet.
Copyright ® 1993 John D. Cole, Ph.D. & Shahe S. Kazarian. Ph.D.
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1.
2.
3-
4.
5.
6.
7.
8.
9.
10. 
11.
12.
13.
14.
15.
16.
17.
18.
I say I understand if sometimes he/she 
doesn’t want to talk.
I calm him/her down when he/she is upset.
I say he/she lacks self-control.
I am tolerant with him/her even when he/she 
doesn’t meet my expectations.
I don't butt into his/her conversations.
I don't make him/her nervous.
I say he/she just wants attention when he/she 
says he/she is not well.
I make him/her feel guilty for not meeting 
my expectations.
I am not overprotective with him/her.
I lose control of my temper.
I am sympathetic towards him/her when 
he/she is not feeling well.
19. I don’t help him/her when he/she is upset or 
feeling unwell.
20. I put him/her down if he/she doesn't live up 
to my expectations.
21. I don’t insist on being with him/her all the 
time.
22. I blame him/her for ^ hings not going well.
23...., I make him/her feel valuable as a person.
24. I can’t stand it when he/she is upset.
I leave him/her feeling overwhelmed.25.
26.
27.
28. 
29.
30.
I can see his/her point of view.
I am always interfering.
I don't panic when things start going wrong. 31.
I encourage him/her to seek outside help 
when he/she is not feeling well.
I don't feel that he/she is causing me a lot of 
trouble.
32.
33.
I don’t insist on doing things with him/lier. 34.
I can't think straight when things go wrong. 35.
36.
I don't know how to handle his/her feelings 
when he/she is not feeling well.
I say he/she causes his/her troubles to occur 
in order to get back at me.
I understand his/her limitations.
I often check up on him/her to see what 
he/she is doing.
I am able to be in control in stressful 
situations.
I try to make him/her feel better when 
he/she is upset or ill.
I am realistic about what he/she can and 
cannot do.
I am always nosing into his/her business.
I hear him/her out.
I say it is not OK to seek professional help. 
I*get angry with him/her when things don’t
Copyrighte 1993 John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D. 
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37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
I always have to know everything about 49.
him/her.
50.
I make him/her feel relaxed when I am 
around.
51.
I accuse him/her of exaggerating when 
he/she says he/she is unwell.
52.
I will take it easy with him/her, even if 
things aren't going right. 53.
I insist on knowing where he/she is going. 54.
I get angry with him/her for no reason.
55.
When he/she is upset, I am a. considerate 
person.
56.
I support him/her when he/she needs it.
I butt into his/her private matters. 57.
I can cope well with stress.
58.
1 am willing to gain more information to 
understand his/her condition, when he/she is 59. 
not feeling wdll.
I am understanding if he/she makes a 60.
mistake.
I don't pry into his/her life.
I am patient with him/her when he/she is not 
well.
I don’t blame him/her when he/she is feeling 
unwell.
I expect too much from him/her.
I don't ask a lot o f p/rsonal questions.
I make matters worse when things aren't 
going well.
I often accuse him/her of making things up 
when he/she is not feeling well.
I "fly off the handle" when’he/she doesn't 
do something well.
I get upset when he/she doesn't check in 
with me.
I get irritated when things don't go right.
I try to reassure him/her when he/she is not 
feeling well.
I expect the saine level of effort from 
him/her, even if he/she doesn't feel well.
Copyright °  1993 John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D.
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THE JLSm  SCALE (Relative Version): ANSWER SHEET
YOUR NAME:__________________  AGE:_____  SEX: (circle one) Male Female DATE:__________ _
MARITAL STATUS: (circle one)
. . ..Single Mamed/Common-Law Separated Divorced “Widowed
Indicate your relationship to your relative:
(circle one)
Mother Father Brother Sister Spouse Friend
Other (Please Specify)_________________________  /
*
Has your relative been living with you during the past three months?
(circle one) Yes No
How many waking hours on a typical weekday have you been spending with your relative during the past 
three months?  hours per week day
How many waking hours on a typical weekend have you been spending with your relative during the past 
three months?  hours per weekend
Instructions for each item:
Circle the "T" box if you fed the item is TRUE 
Cirde the "F" box if you fed the item is FALSE
1 1I1S F . 16 ■ F 31 " F 46 F
2 T ISi 17 T F , 32 T ipp 47 T ■
3 T F 18 s F 33 F 48 T F
4 T 19 T ♦  F 34 T 49 T F
5 .T F 20 IS* F 35 T F 50 F
6 T HP 21 T w* 36 T 51 T $F.
7 IK F 22 T F 37 T F 52 F
8 T 23 T 38 T i l l 53 T w
9 F 24 ■1 F 39 F 54 *T* F
10 T 25 T IB 40 T 55 T
11 if® F 26 F 41 IS F 56 111 F
12 T 27 T 42 T F 57 T §1
13 T F 28 111 F 43 in i F 58 i i l F
14 T 29 T F 44 T F 59 T 111
15 F 30 111 F 45 p i F 60 l i l F
Copyrightc 1993 John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D.
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E E E
E E E
/
LEVEL OF EXPRESSED EMOTION SCALE
Client Version
John D.Cole, Ph.D. 
Shahe S. Kazarian, Ph.D.
Instructions:
The following are a number of statements that describe the way in which someone may act 
towards you. Please identify the person who has been most influential iii your life during 
the past three months. Examples of influential persons could be: mother, father, brother, 
sister, husband, wife, relative (e.g., aunt, grandfather) and friend. Then, read each 
statement and indicate whether this person has acted in these ways towards you over the 
past three months.
Marie your answers on the separate Answer Sheet provided. Simply circle the (I) box if 
you feel that the item is TRUE. Circle the (F) box if you feel the item is FALSE. It is 
important to make sure that the statement number agrees with the number of your response 
on the Answer Sheet.
Copyright °  1992, John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D.
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*1. Understands if sometimes I don't want to
talk.
2. Calms me down when I'm upset.
3. Says I lack self-control.
4. Is tolerant with me even when I'm not 
meeting his/her expectations.
5. Doesn’t butt into my conversations.
6. Doesn't-make me nervous.
7. Says I just want attention when I say I'm not
well.
8. Makes me feel guilty for not meeting his/her
expectations.
9. Isn’t overprotective with me.
10. Loses his/her temper when I'm not feeling 
well.
11. Is sympathetic towards me when I'm ill or 
upset.
I
12. Can see my point of view.
13. Is always interfering.
14. Doesn’t panic when things start going 
wrong.
15. Encourages me to seek outside help when 
I'm not feeling well.
16. ’ Doesn’t feel that I'm causing him/her a lot
of trouble.
17. Doesn't insist on doing things with me.
18. Can’t think straight when things go wrong.
19. Doesn't help me when I'm upset or feeling 
unwell.
20. Puts me down if I don't live up to his/her 
expectations.
21. Doesn't insist on being with me all the time.
22. Blames me for things not going well.
23. Makes me feel valuable as a person.
24. Can't stand it when I'm upset.
25. Leaves me feeling overwhelmed.
26. Doesn’t know how to handle my feelings 
when I'm not feeling well.
27. Says I cause my troubles to occur in order to 
get back at him/her.
28. Understands my limitations.
29. Often checks up on me to see what I'm 
doing.
30. Is able to be in control in stressful situations.
31. Tries to make me feel better when I'm upset 
or ill.
32. Is realistic about what I can and cannot do.
33. Is always nosing into my business.
34. Hears me out.
35. Says it’s not OK to seek professional help.
36. Gets angry with me when things don't go
right.
Copyright ® 1992, John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D.
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37. Always has to know everything about me. 49.
38. Makes me feel relaxed when he/she is 50.
around  ....................
51.
39. Accuses me of exaggerating when I say I’m
unwell. 52.
40. Will take it easy with me, even if things 53.
aren't going right.
54.
41. Insists on knowing where I'm going.
42. Gets angry with me for no reason. 55.
43. Is considerate when I'm ill or upset.
56.
44. Supports me when I need it.
45. Butts into my private matters. 57.
46. Can cope well with stress.
58.
47. Is willing to gain more information to
understand my condition, when I’m not 59.
feeling well.
1
48. Is understanding if I make mistakes. 60.
Doesn't pry into my life.
Is impatient with me when I'm not well.
Doesn't blame me when I’m feeling unwell.
Expects too much from me.
Doesn't ask a lot of personal questions.
Makes matters worse when things aren't 
going well.
Often accuses me of making things up when 
I'm not feeling well.
"Flies off the handle" when I don't do 
something well. 4
Gets upset when I don't check in with 
him/her.
Gets irritated when things don't go right.
Tries to reassure me when I’m not feeling 
well.
Expects the same level of effort from me, 
even if I don't feel well.
Copyright ® 1992, John D. Cole, PU.D. & Shahe S. Kazarian, Ph.D.
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THE m m  SCALE (Client Version): ANSWER SHEET
YOUR NAME:__________________ AGE:  SEX: (circle one) Male Female DATE: ___________
MARITAL STATUS: (circle one)
Single - Married/Common-Uw ' Separated Divorced .-'“v^cjowed
Indicate who has been the most influential person in your life over the past three months:
(circle one)
Mother Father Brother Sister Spouse
Other relative (e.g., Aunt, Grandfather) Friend f
Other (Please Specify)______________________________ _
Have you been living with your influential person during the past three months?
(circle one) Yes No
How many waking hours on a typical weekday have you been spending withy our influential person during 
the past three months?  hours per week day
How many waking hours on a typical weekend have you been spending with your influential person during 
the past three months?  hours per weekend
Instructions for each item:
Circle the "T" box if you feel the Item Is TRUE •
Circle the "F" box if you fed the item is FALSE
1 I X ' F 16 mmi F 31 F 46 | F
2 T F 17 T V 32 T 47 T Itr
3 T F 18 T F 33 T F 48 F
4 T F 19 T 34 T 49 T
5 T F 20 F 35 w . F 50 ,T / F
6 T F 21 T 11! 36 T F 51 T F
7 T F 22 x * F 37 & £ F 52 F
8 T F 23 T III 38 T 53 T F
9 F 24 F 39 J K F 54 F
10 T 25 T fg 40 T III 55 T
U F 26 F 41 .'X- F 56 F
12 T 27 T III 42 T ill 57 T w $ .
13 T F 28 T F 43 F 58 III F
14 T 111 29 T 8 $ 44 T IB 59 T III
15 T F 30 T F 45 T F 60 PP F
Copyright ® 1992, John D. Cole, Ph.D. & Shahe S. Kazarian, Ph.D.
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Pain Evaluation and Treatment Institute 
University of Pittsburgh School of Medicine
MULTIDIMENSIONAL 
PAIN INVENTORY
Today’s Date:
Name:
Last
Address: X
First Initial
No.
*
Street
City State Zip Code
Work phone: ^ Home Phone: Y
(area code)
Age: (in vears)
Date of Birth:"/ Month:
(number) * (area code) 
Dav: Year:
(number)
Sex (check one): ___.Male Female
When did you pain first start? Month:____________________  Year:.
I n s t r u c t i o n s .  An important part of our evaluation includes examination of pain from 
your perspective because you know your pain better than anyone else. The following 
questions are designed to help us learn more about your pain and how it affects your life. 
Under each question is a scale to mark your answer. Read each question carefully and 
then circle a number on the scale under that question to indicate how that specific 
question applies to you. An example may help you to better understand how you should 
answer these questions.
Example
How nervous are you when you ride in a car when the traffic is heavy?
0 1 2 3 4 5 6
Not at all Extremely
Nervous Nervous
If you are not at all nervous when riding in a car in heavy traffic, you would want to circle 
the number 0. If you are very nervous when riding in a car in heavy traffic, you would 
then circle the number 6. Lower numbers would be used for less nervousness, and higher 
numbers for more nervousness.
Page 1 Continue on the N ext Page
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M ultid im en sion al P a in  In ven tory
Section I
6Very intense pain
2. In general, how much does your pain interfere with your day-to-day activities?
0 1 2 3 4 5 6
No interference Extreme interference
3. Since the time your pain began, how much has your pain changed your ability to work?
(__ Check here, if you have retired for reasons other than your pain).
0 1 2 3 4 5 6
No change , Extreme change
4. How much has your pain changed the amount of satisfaction or enjoyment you get from 
taking part in social and recreational activities?
0 1 2 3 4 5 6
No change Extreme change
5. How supportive or helpful is your spouse (significant other) to you in relation to your 
pain?
0 1 2 3 4 5
Not at all 
supportive
6 . Rate your overall mood during the past week.
0 1 2 3 4 5
Extremely 
low
7. How much has your pain interfered with your ability to get enough sleep?
0 1 *2  3 4 5 6
No interference . Extreme interference
6
Extremely
supportive
6
Extremely
high
1. Rate the level of your pain at the
0 1 2  3
No pain
Page 2 Continue on the N ext P age
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Mulndimen’sional Poin Inventory
8. On the average, how severe l i a s  your pain been during the last week?
0 ,  1...... 2 3 4 5 6
Not at all Extremely
severe severe
9. How able are you to predict when your pain will start, get better, or get worse?
0 1 2 3 4 5 6
Not at all Very able
able to predict to predict
10. How much has your pain changed your ability to take part in recreational and other 
social activities?
0 1 2 3 4 5 6
No change f Extreme change
11. How much do you limit your activities in order to keep your pain from getting worse?
0 1 2 3 4 5 6
Not at all Very much
12. How much has your pain changed the amount of satisfaction or enjoyment you get 
from family-related activities?
0 1 2  3 4 5 6
No change Extreme change
13. How worried is your spouse (significant other) about you because of your pain?
0 1 2 3 4 5 6
Not at all Extremely
worried worried
14. During the past week how much control do you feel that you have had over your life?
0 1 2 3 4 5 6
No control Extreme control
15. Gn an average day, how much does your pain vary (increase or decrease)?
0 1 2 3 4 5 6
Remains Changes
the same a lot
Page 3 C ontinue on the Next Page
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Multidimensional Pain fnventorv
16. How much suffering do you experience because of your pain?
0 1 - 2  3 4 6 6
No suffering Extreme suffering
17. How often are you able to so something that helps to reduce your pain?
.r . 0 : 1 2 3 4 5 6
Never Very often
18. How much has your pain changed your relationship with your spouse, family, or 
significant other?
0 1 2 3 4 6 6
No change Extreme change
19. How much has your pain changed the amount of satisfaction or enjoyment you get 
from work?
Check here, if you are not presently working).
0 1 2 3 4 6 6
No change Extreme change
20. How attentive is your spouse (significant other) to you because of your pain?
0 1 2 3 4 5 6
Not at all Extremely
attentive attentive
21. During the past week how much do you feel that you’ve been able to deal with your 
problems?
0 1 2 3 4 5 6
Not at all Extremely well
22. How much control do you feel that you have over your pain?
0 1 2 3 4 5 6
No control A great deal
at all of control
23. How much has your pain changed your ability to do household chores?
0 1 2 3 4 5 6
No change Extreme change
Page 4 Continue on the Next Page
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Multi.riin-,pp-gionnl Pain Inventory
24. During the past week, how successful were you in coping with stressful situations in 
your life?
0 1 2 3 4 5 6
Not at all Extremely
successful successful
25. How much has your pain interfered with your ability to plan activities?
0 1 2 3 4 5 6
No change Extreme change
26. During the past week how irritable have you been?
0 1 2 3 4 5 6 -
Not at all Extremely
irritable irritable
t
27. How much has your pain changed or interfered your friendships with people other 
than your family?
• 0 1 2 3 4 5 6
No change Extreme change
28. During the past week how tense or anxious have you been?
0 1 2 3 4 5 6
Not at all Extremely
tense or anxious tense and anxious'
Section II
In this section, we. are interested in knowing how your spouse (or significant other) 
responds to you when he or she knows that you are in pain. On the scale listed below each 
question, circle a number to indicate how often your spouse (or significant other) 
responds to you in that particular way when you are in pain. Please answer all of the 14 
questions.
1. Ignores me.
0 1 2 3 4 5 6
Never Very Often
Page 5 Continue on the N ext Page
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Multidimensional Pain Inventory
2. Asks me what he/she can do to help.
0 1 2  3 4
Never Very Often
3. Reads to me.
0 1 2  3 4
Never Very Often
4. Gets irritated with me.
0 1 2  3 4
Never Very Often
5. Takes over my jobs or duties.
0 1 2  3
Never
5 r 6
Very Often
6. Talks to me about something else to tak e m y mind off the pain.
0 1 2  3 4
Never
5 6
Very Often
7. Gets frustrated with me.
0 1 2  
Never Very Often
8. Tries to get me to rest.
0 1 2  
Never
5 6
Very Often
9. Tries to involve me in some activity.
0 1 2  3 4
Never
5 6
. Very Often
10. Gets angry with me.
0 1 2  3
Never
5 6
Very Often
Page 6 Continue on the Next P age
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Multidimensional Pain Inventory
11. Gets me pain medication.
0 1 2  3 4
Never Very Often
12. Encourages me to work on a hobby.
0 1 2  3 4
Never Very Often
13. Gets me something to eat or drink.
0 1 2  3 4
Never Very Often
14. Turns on the T.V. to take my mind off my pain.
0 1 2  
Never
3 4 5 6
Very Often
Section III
Listed below are 19 daily activities. Please indicate how often you do each of these by 
circling a number on the scale listed below each activity. Please complete all 18 
questions.
1. Wash dishes.
0 1 2  
Never
5 6
Very Often
2. Mow the lawn ( Check here, if you do not have a lawn to mow).
3 40 1 2  
Never
5 6
Very Often
3. Go out to eat.
0 1 2 
Never
5 6
Very Often
Page 7 Continue on the Next P age
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Multidimensional Pain Inventory
4. Play cards or other games.
0 1 2 3 4 5 6 .
Never Very Often
5. Go grocery shopping.
0 1 2 3 4  5 6
Never Very Often
6. Work in the garden ( Check here, i f  you do not have a garden).
0 1 2 3 4 5 6
Never Very Often
7. Go to a movie.
0 1 2 3 4 5 * 6
Never Very Often
8. V isit friends.
0 1 2 3 4 5 6
Never Very Often
9. Help with the house cleaning.
0 1 2 3 4  5 6
Never Very Often
10. Work on the car ( Check here, i f  you do not have a car).
0 1 2 3 4 5 6
Never Very Often
11. Take a ride in a car or bus.
0 1 2 3 4 5 6
Never Very Often
12. V isit relatives
( Check here, if  you do not have relatives within 100 miles).
0 1 2 3 4 5 6
Never Very Often
Page 8 Continue on the Next Page
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Mulndimensional Pa«n Inventory
13. Prepare a meal.
0 1 2 3 4 5 6 .
Never Very Often
14. Wash the car (__Check here, i f  you do not have a car).
0 1 2 3 4 5 6
Never ' Very Often
15. Take a trip.
0 1 2 3 4 5 6
Never Very Often
16. Go to a park or beach.
0 1 2 3 4 5 * 6
Never Very Often
17. Do the laundry.
0 1 2 3 4 5 6
Never Very Often
18. Work on a needed household repair.
0 1 2 3 4 5 6
Never Very Often
19. Engage in sexual activities.
0 1 2 3 4 5 6
Never Very Often
Page 9
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Appendix 3: Frequencies and Descriptives of 
all research variables
335
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
Frequencies and statistics of all research variables
Statistics
N Std.
Valid Missing Mean Median Mode Deviation Variance Skewness Kurtosi:
Statistic Statistic Statistic Std. Error Statistic Statistic Statistic Statistic Statistic Std. Error Statistic S
AGE 93 0 45.5376 1.5231 45.6667a 38.00 14.6885 215.7513 .289 .250 -.341
GENDER 93 0 1.5484 5.188E-02 1.54843 2.00 .5004 .2504 -.198 • .250 -2.005
MARITAL 93 0 2.1290 .1005 1.96153 2.00 .9694 .9397 1.565 .250 2.590
YEARSINP 58 35 6.7155 1.2153 2.9167a 3.00 9.2558 85.6691 2.970 .314 11.500
PUNISH 58 35 1.0474 .1629 .6786a .00 1.2403 1.5383 1.754 .314 3.537
SOLICIT 58 35 3.5081 .1800 3.6417a 3.83° 1.3711 1.8799 -.430 .314 -.372
DISTRACT 58 35 1.5776 .1715 1.30003 .00 1.3064 1.7066 .459 .314 -.968
FLOGPUN 35 58 .1052 5.153E-02 8.200E-023 .00 .3048 9.293E-02 -.395 .398 .173
FSOLICIT 35 58 3.9000 .1924 4.0000a 3.33c 1.1383 1.2958 -.126 .398 -1.005
FDISTRAC 35 58 2.2263 .1830 1.90633 1.75 1.0828 1.1726 .325 .398 -.963
GENACT 93 0 10.2339 .4199 10.31253 10.00 4.0498 16.4006 .044 .250 -.583
INTRUSIV 58 35 3.9483 .3376 3.80953 4.00 2.5712 6.6113 .470 .314 .381
EMORESP 58 35 3.1207 .4338 2.00003 1.00 3.3038 10.9150 1.344 .314 1.298
ATTITUDE 58 35 1.9828 .2957 1.43333 1.00 2.2516 5.0699 1.913 .314 3.760
TOLERANC 58 35 2.5345 .3320 2.00003 2.00 2.5285 6.3935 1.944 .314 4.086
FINTRU 70 23 3.7000 .3302 3.2857a 2.00 2.7628 7.6333 1.077 .287 1.778
FEMOTION 70 23 2.6429 .3218 1.95453 .00 2.6921 7.2474 1.439 .287 3.224
FATTITUD 70 23 1.7857 .2181 1.37503 .00 1.8249 3.3302 1.123 .287 .882
FTOLER 70 23 6.6000 .7417 4.5455a 2.00 6.2052 38.5043 1.087 .287 .092
FCOMP 35 58 10.8857 1.0239 10.00003 3.00c 6.0574 36.6924 .379 .398 -1.085
LOGLEE 92 1 .9720 3.016E-02 .9943a 1.15 .2893 8.368E-02 -.407 .251 .181
LEECOMP 58 35 11.6034 1.0415 9.8571a 14.00 7.9316 62.9102 1.329 .314 2.047
LIVINGC 93 0 1.2043 4.204E-02 1.20433 1.00 .4054 .1643 1.491 .250 .227
IFPERSON 93 0 4.8387 .1469 5.04353 5.00 1.4164 2.0063 -1.373 .250 2.340
HWD 93 0 5.4699 .3884 5.21053 6.00 3.7457 14.0300 1.129 .250 2.968
HWE 93 0 16.5484 1.1084 13.36363 12.00 10.6888 114.2504 .845 .250 .651
TOTWEEK 93 0 27.3495 1.9420 26.05263 30.00 18.7283 350.7488 1.129 .250 2.968
COMPHOUR 93 0 43.8978 2.6226 43.20003 72.00 25.2914 639.6552 .665 .250 .837
FEELEVEL 35 58 1.4571 8.543E-02 1.4571s 1.00 .5054 .2555 .180 .398 -2.091
ANXIETY 58 35 8.0540 .6588 7.71433 4.00 5.0171 25.1714 .287 .314 -.936
DEPRESSI 58 35 5.2586 .5464 4.6429a 4.00 4.1615 17.3179 .957 .314 .961
RDEP 58 35 1.7759 5.523E-02 1.77593 2.00 .4207 .1770 -1.358 .314 -.161
RECANX 58 35 1.4828 6.619E-02 1.48283 1.00 .5041 .2541 .071 .314 -2.068
NOWORDS 58 35 18.3276 1.0293 18.00003 12.00c 7.8391 61.4522 .390 .314 -.298
PAINLEVE 58 35 3.6552 .2007 3.6552a 4.00 1.5281 2.3351 -.152 .314 -.538
LOGPUNIS 58 35 1.382E-02 3.980E-02 .OOOO3 .00 .3031 9.189E-02 .172 .314 .258
a. Calculated from grouped data.
b. Percentiles are calculated from grouped data.
c. Multiple modes exist. The smallest value is shown
d. The lower bound of the first interval or the upper bound of the last interval is not known. Some percentiles are undefined.
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AGE
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 16.00 1 1.1 1.1 1.1
17.00 1 1.1 1.1 2.2
20.00 1 1.1 1.1 3.2
23.00 2 2.2 2.2 5.4
24.00 1 1.1 1.1 6.5
26.00 1 1.1 1.1 7.5
27.00 4 4.3 4.3 11.8
28.00 2 2.2 2.2 14.0
29.00 1 1.1 1.1 15.1
30.00 1 1.1 1.1 16.1
31.00 1 1.1 1.1 17.2
32.00 4 4.3 4.3 21.5
33.00 2 2.2 2.2 23.7
34.00 3 3.2 3.2 26.9
35.00 1 1.1 1.1 28.0
36.00 1 1.1 1.1 29.0
37.00 1 1.1 1.1 30.1
38.00 5 5.4 5.4 35.5
39.00 2 2.2 2.2 37.6
40.00 4 4.3 4.3 41.9
41.00 1 1.1 1.1 43.0
42.00 2 2.2 2.2 45.2
43.00 1 1.1 1.1 46.2
45.00 3 3.2 3.2 49.5
46.00 3 3.2 3.2 52.7
47.00 1 1.1 1.1 53.8
48.00 2 2.2 2.2 55.9
49.00 4 4.3 4.3 60.2
51.00 4 4.3 4.3 64.5
52.00 4 4.3 4.3 68.8
53.00 1 1.1 1.1 69.9
54.00 4 4.3 4.3 74.2
55.00 3 3.2 3.2 77.4
56.00 3 3.2 3.2 80.6
57.00 2 2.2 2.2 82.8
58.00 2 2.2 2.2 84.9
60.00 1 86.0
61.00 1 87.1
62.00 2.2 2.2 89.2
67.00 1 90.3
68.00 1 91.4
69.00 1 92.5
70.00 1, 93.5
71.00 1 94.6
72.00 1 95.7
77.00 1 96.8
78.00 1 97.8
79.00 1 98.9
80.00 1 100.0
Total 93 100.0 100.0
Total 93 100.0
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Histogram of a g e
20.0 30.0 40.0 50.0 60.0 70.0 80.0
AGE
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GENDER
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid MALE 42 45.2 45.2 45.2
FEMALE 51 54.8 54.8 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of gender distribution
60 ---------------------------------------------------------------------------
Std. Dev *= .50 
Mean »1.55 
N « 93.00
1.00 1.50 2.00
GENDER
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MARITAL
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 1.00 18 19.4 19.4 19.4
2.00 60 64.5 64.5 83.9
3.00 5 5.4 5.4 89.2
4.00 5 5.4 5.4 94.6
5.00 5 5.4 5.4 100.0
Total 93 100.0 100.0
Total 93 100.0 v
Histogram of marital status
70
60' M—
50' HHHjH 
40' HHHj
-:^ 1 \  
i  10H H  \  :§• M M M BM   V    »
1.0 2.0 3.0 4.0 5.0
MARITAL
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YEARSINP
Valid Cumulative
Frequency Percent Percent Percent
Valid .30 1 1.1 1.7 1.7
.50 1 1.1 1.7 3.4
.70 1 1.1 1.7 5.2
1.00 10 10.8 17.2 22.4
2.00 10 10.8 17.2 39.7
3.00 14 15.1 24.1 63.8
4.00 1 1.1 1.7 65.5
5.00 2 2.2 3.4 69.0
6.00 1 1.1 1.7 70.7
7.00 1 1.1 1.7 72.4
8.00 2 2.2 3.4 75.9
9.00 2 2.2 3.4 79.3
12.00 1 1.1 1.7 81.0
13.00 1 1.1 1.7 82.8
14.00 1 1.1 1.7 84.5
15.00 1 1.1 1.7 86.2
16.00 1 1.1 1.7 87.9
17.00 2 2.2 3.4 91.4
20.00 1 1.1 1.7 93.1
22.00 1 1.1 1.7 94.8
27.00 1 1.1 1.7 96.6
28.00 1 1.1 1.7 98.3
54.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing
Total
35
35
37.6
37.6
Total 93 100.0
Histogram of number o f years in pain
301-------------------------------------
Std. Dev ■ 9.26 
Mean ■ 6.7 
N •  58.00
0.0 10.0 20.0 30.0 40.0 50.0
5.0 15.0 25.0 35.0 45.0 55.0
YEARSINP
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PUNISH
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 16 17.2 27.6 27.6
.25 4 4.3 6.9 34.5
.50 8 8.6 13.8 48.3
.75 6 6.5 10.3 58.6
1.00 6 6.5 10.3 69.0
1.25 5 5.4 8.6 77.6
1.50 1 1.1 1.7 79.3
1.75 1 1.1 1.7 81.0
2.25 1 1.1 1.7 82.8
2.50 1 1.1 1.7 84.5
2.75 2 2.2 3.4 87.9
3.00 3 3.2 5.2 93.1
3.25 2 2.2 3.4 96.6
4.00 1 1.1 1.7 98.3
6.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the WHYMPI 
sub-scale 'punishing responses'
i k J
0.0 1.0 2.0 3.0 4.0 5.0 6.0 
PUNISH
Std. Dev = 1.24
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SOLICIT
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .28 1 1.1 1.7 1.7
.67 1 1.1 1.7 3.4
.83 3 3.2 5.2 8.6
1.83 1 1.1 1.7 10.3
2.00 3 3.2 5.2 15.5
2.17 3 3.2 5.2 20.7
2.50 1 1.1 1.7 22.4
2.67 3 3.2 5.2 27.6
2.83 2 2.2 3.4 31.0
3.00 3 3.2 5.2 36.2
3.17 2 2.2 3.4 39.7
3.33 2 2.2 3.4 43.1
3.50 3 3.2 5.2 48.3
3.67 3 3.2 5.2 53.4
3.70 1 1.1 1.7 55.2
3.83 5 5.4 8.6 63.8
4.00 2 2.2 3.4 67.2
4.33 1 1.1 1-7 69.0
4.50 2 2.2 3.4 72.4
4.67 2 2.2 3.4 75.9
4.83 5 5.4 8.6 84.5
5.00 2 2.2 3.4 87.9
5.17 1 1.1 1.7 89.7
5.33 2 2.2 3.4 93.1
5.50 1 1.1 1.7 94.8
5.67 3 3.2 5.2 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the WHYMPI
sub-scale 'solicitous responses'
.50 1.50 2.50 3.50 4.50 5.50
1.00 2.00 3.00 4.00 5.00
SOLICIT
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DISTRACT
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 10 10.8 17.2 17.2
.25 3 3.2 5.2 22.4
.50 5 5.4 8.6 31.0
.75 5 5.4 8.6 39.7
1.00 4 4.3 6.9 46.6
1.25 3 3.2 5.2 51.7
1.50 2 2.2 3.4 55.2
1.75 , 3 3.2 5.2 60.3
2.00 2 2.2 3.4 63.8
2.25 4 4.3 6.9 70.7
2.50 2 2.2 3.4 74.1
2.75 4 4.3 6.9 81.0
3.00 2 2.2 3.4 84.5
3.25 2 2.2 3.4 87.9
3.50 2 2.2 3.4 91.4
3.75 2 2.2 3.4 94.8
4.00 2 2.2 3.4 98.3
4.50 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the WHYMPI 
sub-scale 'distracting responses'
0.00 .50 1.00 1.50 2.00 2.50 3.00 3.50 4.00 4.50 
DISTRACT
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FLOGPUN
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid -.60 2 2.2 5.7 5.7
-.30 3 3.2 8.6 14.3
-.12 2 2.2 5.7 20.0
.00 10 10.8 28.6 .48.6
•10 3 3.2 8.6 57.1
.18 1 1.1 2.9 60.0
.24 2 2.2 5.7 65.7
.30 4 4.3 11.4 77.1
.35 2 2.2 5.7 82.9
.40 1 1.1 2.9 85.7
.48 2 2.2 5.7 91.4
.54 1 1.1 2.9 94.3
.63 1 1.1 2.9 97.1
.65 1 1.1 2.9 100.0
Total 35 37.6 100.0
Missing System
Missing 58 62.4
Total 58 62.4
Total 93 100.0
Histogram of the WHYMPI sub-scale 
family 'punishing responses' (logarthyhm of).
16
14
12
10
8
6
4
2
0
-.50 -25 0.00 .25 .50 .75
FLOGPUN
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LOGPUNIS
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid -.60 4 4.3 6.9 6.9
-.30 8 8.6 13.8 20.7
-.12 6 6.5 10.3 31.0
.00 22 23.7 37.9 69.0
.10 5 5.4 8.6 77.6
.18 1 1.1 1.7 79.3
.24 1 1.1 1.7 81.0
.35 1 1.1 1.7 82.8
.40 1 1.1 1.7 84.5
.44 2 2.2 3.4 87.9
.48 3 3.2 5.2 93.1
.51 2 2.2 3.4 96.6
.60 1 1.1 1.7 98.3
.78 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System 35 37.6Missing
Total 35 37.6
Total 93 100.0
Histogram of the WHYMPI sub-scale 
'punishing responses' (a logarhythm of)
40 ---------------------------------------------:------------------------------
-.50 -.25 0.00 .25 .50 .75
LOGPUNIS
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FSOLICIT
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 2.00 2 2.2 5.7 5.7
2.17 2 2.2 5.7 11.4
2.33 2 2.2 5.7 17.1
2.83 2 2.2 5.7 22.9
3.00 2 2.2 5.7 28.6
3.33 3 3.2 8.6 37.1
3.67 3 3.2 8.6 45.7
3.83 1 1.1 2.9 48.6
4.00 1 1.1 2.9 51.4
4.17 1 1.1 2.9 54.3
4.33 3 3.2 8.6 62.9
4.50 2 2.2 5.7 68.6
4.67 3 3.2 8.6 77.1
5.00 2 2.2 5.7 82.9
5.17 2 2.2 5.7 88.6
5.50 3 3.2 8.6 97.1
6.00 1 1.1 2.9 100.0
Total 35 37.6 100.0
Missing System
Missing 58 62.4
Total 58 62.4
Total 93 100.0
Histogram of the WHYMPI sub-scale
of family 'solicitous responses'
10.-------------------------------------
2.00 2.50 3.00 3.50 4.00 4.50 5.00 5.50 6.00 
FSOLICIT
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FDISTRAC
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .50 3 3.2 8.6 8.6
1.00 1 1.1 2.9 11.4
1.25 2 2.2 5.7 17.1
1.33 1 1.1 2.9 20.0
1.50 4 4.3 11.4 31.4
1.67 1 1.1 2.9 34.3
1.75 6 6.5 17.1 51.4
2.00 2 2.2 5.7 57.1
2.25 2 2.2 5.7 62.9
2.50 1 1.1 2.9 65.7
2.75 1 1.1 2.9 68.6
3.00 1 11 2.9 71.4
3.25 3 3.2 8.6 80.0
3.50 1 1.1 2.9 82.9
3.67 1 1.1 2.9 85.7
3.75 2 2.2 5.7 91.4
4.00 2 2.2 5.7 97.1
4.25 1 1.1 2.9 100.0
Total 35 37.6 100.0
Missing System
Missing 58 62.4
Total 58 62.4
Total 93 100.0
Histogram of the WHYMPI sub-scale 
family 'distracting responses'
.50 1.00 1.50 2.00 2.50 3.00 3.50 4.00 4.50
FDISTRAC
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GENACT
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 2.00 1 1.1 1.1 1.1
3.00 2 2.2 2.2 3.2
3.75 2 2.2 2.2 5.4
4.00 2 2.2 2.2 7.5
4.25 2 2.2 2.2 9.7
4.50 2 ' 2.2 2.2 11.8
5.00 2 2.2 2.2 14.0
5.25 2 2.2 2.2 16.1
5.50 1 1.1 1.1 17.2
5.75 2 2.2 2.2 19.4
6.00 2 2.2 2.2 21.5
6.50 1 1.1 1.1 22.6
6.75 1 1.1 1.1 23.7
7.00 1 1.1 1.1 24.7
7.25 1 1.1 1.1 25.8
8.00 3 3.2 3.2 29.0
8.25 2 2.2 2.2 31.2
8.50 1 1.1 1.1 32.3
8.75 3 . 3.2 3.2 35.5
9.00 1 1.1 1.1 36.6
9.50 4 4.3 4.3 40.9
9.75 2 2.2 2.2 43.0
10.00 5 5.4 5.4 48.4
10.25 2 2.2 2.2 50.5
10.50 2 2.2 2.2 52.7
10.75 . 4 4.3 4.3 57.0
11.00 2 2.2 2.2 59.1
11.25 1 1.1 1.1 60.2
11.50 3 3.2 3.2 63.4
12.00 4 4.3 4.3 67.7
12.25 4 4.3 4.3 72.0
12.50 1 1.1 1.1 73.1
12.75 2 2.2 2.2 75.3
13.00 2 2.2 2.2 77.4
13.25 1 1.1 1.1 78.5
13.50 1 1.1 1.1 79.6
13.75 1 1.1 1.1 80.6
14.25 4 4.3 4.3 84.9
14.50 2 2.2 2.2 87.1
14.75 1 1.1 1.1 88.2
15.00 1 1.1 1.1 89.2
15.50 1 1.1 1.1 90.3
15.75 1 1.1 1.1 91.4
16.50 1 1.1 1.1 92.5
16.75 2 2.2 2.2 94.6
17.50 1 1.1 1.1 95.7
17.75 1 1.1 1.1 96.8
18.00 1 1.1 1.1 97.8
18.75 1 1.1 1.1 98.9
19.25 1 1.1 1.1 100.0
Total 93 100.0 100.0
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Histogram of general activity levels
(WHYMPI subscale)
14
12
10
8
6
4
2
0
2.0 4.0 6.0 8.0 10.0 12.0 14.0 18.0 18.0
3.0 5.0 7.0 9.0 11.0 13.0 15.0 17.0 19.0
GENACT
i. Dev = 4.05 
an = 10.2 
= 93.00
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INTRUSIV
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 6 6.5 10.3 10.3
1.00 6 6.5 10.3 20.7
2.00 4 4.3 6.9 27.6
3.00 9 9.7 15.5 43.1
4.00 12 12.9 20.7 63.8
5.00 4 4.3 6.9 70.7
6.00 8 8.6 13.8 84.5
7.00 5 5.4 8.6 93.1
8.00 2 2.2 3.4 96.6
9.00 1 1.1 1.7 98.3
12.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
4
Histogram of the L.E.E sub-scale
'intrusiveness'
30
20
10
Std. Dev = 2.57 
Mean » 3.9 
N = 58.000
10.0 12.02.0
INTRUSIV
351
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
EMORESP
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 12 12.9 20.7 20.7
1.00 14 15.1 24.1 44.8
2.00 6 6.5 10.3 55.2
3.00 7 7.5 12.1 67.2
4.00 2 2.2 3.4 70.7
5.00 5 5.4 8.6 79.3
6.00 5 5.4 8.6 87.9
7.00 1 1.1 1.7 89.7
8.00 1 1.1 1.7 91.4
9.00 1 1.1 1.7 93.1
11.00 2 2.2 3.4 96.6
12.00 1 1.1 1.7 98.3
13.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the L.E.E sub-scale
'emotional'
30
20
10
Std. Dev <3.30 
Mean * 3.1 
N « 53.000
0.0 2.0 4.0 6.0 8.0 10.0 12.0 14.0
EMORESP
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ATTITUDE
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 14 15.1 24.1 24.1
1.00 17 18.3 29.3 53.4
2.00 13 14.0 22.4 75.9
3.00 5 5.4 8.6 84.5
4.00 3 3.2 5.2 89.7
5.00 1 1.7 91.4
6.00 1 1.7 93.1
7.00 1 1.7 94.8
8.00 1 1.7 96.6
9,00 1 1.7 98.3
10.00 1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of L.E.E sub-scale 
'attitude'
Std. Dev ■ 225
0.0 2.0 4.0 6.0 8.0 10.0
ATTITUDE
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TOLERANC
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 9 9.7 15.5 15.5
1.00 13 14.0 22.4 37.9
2.00 14 15.1 24.1 62.1
3.00 11 11.8 19.0 81.0
4.00 4 4.3 6.9 87.9
5.00 2 2.2 3.4 91.4
7.00 1 1.1 1.7 93.1
8.00 1 1.1 1.7 94.8
10.00 1 1.1 1.7 96.6
11.00 2 2.2 3.4 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the L.E.E sub-scale
'tolerance'
0.0 2.0 4.0 6.0 8.0 10.0 12.0
TOLERANC
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FINTRU
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 5 5.4 7.1 7.1
1.00 12 12.9 17.1 24.3
2.00 13 14.0 18.6 42.9
3.00 6 6.5 8.6 51.4
4.00 8 8.6 11.4 62.9
5.00 11 11.8 15.7 78.6
6.00 4 4.3 5.7 84.3
7.00 6 6.5 8.6 92.9
8.00 2 2.2 2.9 95.7
9.00 1 1.1 1.4 97.1
11.00 1 1.1 1.4 98.6
14.00 1 1.1 1.4 100.0
Total 70 75.3 100.0
Missing System
Missing 23 24.7
Total 23 24.7
Total 93 100.0
Histogram of the L.E.E sub-scale 
'family tolerance'
30 ---------------------------------------------------------------------------
0.0 2.5 5.0 7.5 10.0 12.5 15.0
FINTRU
Std. Dev » 2.76 
Mean » 3.7 
N *  70.00
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FEMOTION
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 18 19.4 25.7 25.7
1.00 13 14.0 18.6 44.3
2.00 9 9.7 12.9 57.1
3.00 7 7.5 10.0 67.1
4.00 6 6.5 8.6 75.7
5.00 9 9.7 12.9 88.6
6.00 1 1.1 1.4 90.0
7.00 4 4.3 5.7 95.7
8.00 2 2.2 2.9 98.6
14.00 1 1.1 1.4 100.0
Total 70 75.3 100.0
Missing System
Missing 23 24.7
Total 23 24.7
Total 93 100.0
Histogram of the L.E.E sub-scale
'family emotion'
Std. Dev = 2.69 
Mean = 2.S 
N ■ 70.00
0.0 2.5 5.0 7.5 10.0 12.5 15.0
FEMOTION
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FATTITUD
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 21 22.6 30.0 30.0
1.00 16 17.2 22.9 52.9
2.00 16 17.2 22.9 75.7
3.00 3. 3.2 4.3 80.0
4.00 6 6.5 8.6 88.6
5.00 6 6.5 8.6 97.1
6.00 1 1.1 1.4 98.6
8.00 1 1.1 1.4 100.0
Total 70 75.3 100.0
Missing System
Missing 23 24.7
Total 23 24.7
Total 93 100.0
Histogram of the L.E.E sub-scale
'family attitude'
0.0 2.0 4.0 6.0 8.0
FATTITUD
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FTOLER
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 4 4.3 5.7 5.7
1.00 10 10.8 14.3 20.0
2.00 11 11.8 15.7 35.7
3.00 5 5.4 7.1 42.9
4.00 4 4.3 5.7 48.6
5.00 7 7.5 10.0 58.6
6.00 5 5.4 7.1 65.7
7.00 2 2.2 2.9 68.6
8.00 3 3.2 4.3 72.9
10.00 3 3.2 4.3 77.1
12.00 2 2.2 2.9 80.0
13.00 1 1.1 1.4 81.4
14.00 3 3.2 4.3 85.7
15.00 1 1.1 1.4 87.1
16.00 1 1.1 1.4 88.6
17.00 1 1.1 1.4 90.0
18.00 2 2.2 2.9 92.9
19.00 2 2.2 2.9 95.7
20.00 1 1.1 1.4 97.1
22.00 1 1.1 1.4 98.6
23.00 1 1.1 1.4 100.0
Total 70 75.3 100.0
Missing System
Missing 23 24.7
Total 23 24.7
Total 93 100.0
Histogram of the L.E.E sub-scale 
'family tolerance'
f t b f c h
0.0 2.5 5.0 7.5 10.0 12.5 15.0 17.5 20.0 22.5 
FTOLER
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FCOMP
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 3.00 4 4.3 11.4 11.4
4.00 1 1.1 2.9 14.3
5.00 3 3.2 8.6 22.9
6.00 4 4.3 11.4 34.3
7.00 2 2.2 5.7 40.0
8.00 2 2.2 5.7 45.7
10.00 3 3.2 8.6 54.3
12.00 2 2.2 5.7 60.0
13.00 1 1.1 2.9 62.9
14.00 3 3.2 8.6 71.4
15.00 1 1.1 2.9 74.3
16.00 1 1.1 2.9 77.1
17.00 1 1.1 2.9 80.0
18.00 2 2.2 5.7 85.7
19.00 2 2.2 5.7 91.4
20.00 1 1.1 2.9 94.3
22.00 1 1.1 2.9 97.1
23.00 1 1.1 2.9 100.0
Total 35 37.6 100.0
Missing System
Missing 58 62.4
Total 58 62.4
Total 93 100.0
Histogram of the L.E.E sub-scale
'family composite score'
10 ---------------------------------------------------------------------------
2.5 5.0 7.5 10.0 12.5 15.0 17.5 20.0 22.5
FCOMP
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LOGLEE
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 1 1.1 1.1 1.1
.48 6 6.5 6.5 7.6
.60 5 5.4 5.4 13.0
.70 9 9.7 9.8 22.8
.78 9 9.7 9.8 32.6
.85 4 4.3 4.3 37.0
.90 6 6.5 6.5 43.5
.95 5 5.4 5.4 48.9
1.00 3 3.2 3.3 52.2
1.04 2 2.2 2.2 54.3
1.08 4 4.3 4.3 58.7
1.11 4 4.3 4.3 63.0
1.15 10 10.8 10.9 73.9
1.18 3 3.2 3.3 77.2
1.20 3 3.2 3.3 80.4
1.23 2 2.2 2.2 82.6
1.26 2 2.2 2.2 84.8
1.28 2 2.2 2.2 87.0
1.30 2 2.2 2.2 89.1
1.32 1 1.1 1.1 90.2
1.34 2 2.2 2.2 92.4
1.36 1 1.1 1.1 93.5
1.38 3 3.2 3.3 96.7
1.48 1 1.1 1.1 97.8
1.52 1 1.1 1.1 98.9
1.59 1 1.1 1.1 100.0
Total 92 98.9 100.0
Missing System -I 1 1
Missing 1  ■ 1
Total 1 1.1
Total 93 100.0
Histogram of the composite score 
of the L.E.E scale (a logarhythm of)
0.00 .25 .50 .75 1.00 125 1.50 -
.13 .38 .63 .88 1.13 1.38 1.63
LOGLEE
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LEECOMP
Valid Cumulative
Frequency Percent Percent Percent
Valid .00 1 1.1 1.7 1.7
1.00 1 1.1 1.7 3.4
3.00 2 2.2 3.4 6.9
4.00 4 4.3 6.9 13.8
5.00 6 6.5 10.3 24.1
6.00 5 5.4 8.6 32.8
7.00 2 2.2 3.4 36.2
8.00 4 4.3 6.9 43.1
9.00 5 5.4 8.6 51.7
11.00 2 2.2 3.4 55.2
12.00 2 2.2 3.4 58.6
13.00 3 3.2 5.2 63.8
14.00 7 7.5 12.1 75.9
15.00 2 2.2 3.4 79.3
16.00 2 2.2 3.4 82.8
17.00 1 1.1 1.7 84.5
20.00 1 1.1 1.7 86.2
21.00 1 1.1 1.7 87.9
22.00 1 1.1 1.7 89.7
24.00 3 3.2 5.2 94.8
30.00 1 1.1 1.7 96.6
33.00 1 1.1 1.7 98.3
39.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing
Total
35
35
37.6
37.6
Total 93 100.0
Histogram of the compsite score 
of the L.E.E scale
] | _
0.0 5.0 10.0 15.0 20.0 25.0 30.0 35.0 40.0
Std. Dev-7 .9 3
LEECOMP
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LIVINGC
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 1.00 74 79.6 79.6 79.6
2.00 19 20.4 20.4 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of the L.E.E scale
variable 'living with family ?'
1.00 1.50 2.00
LIVINGC
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IFPERSON
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 1.00 7 7.5 7.5 7.5
2.00 2 2.2 2.2 9.7
3.00 2 2.2 2.2 11.8
4.00 4 4.3 4.3 16.1
5.00 60 . 64.5 64.5 80.6
6.00 9 9.7 9.7 90.3
7.00 9 9.7 9.7 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of the L.E.E scale variable 
'most influential person1
70
1.0 2.0 3.0 4.0 5.0 6.0 7.0
IFPERSON
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HWD
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 5 5.4 5.4 5.4
.20 1 1.1 1.1 6.5
1.00 7 7.5 7.5 14.0
2.00 9 9.7 9.7 23.7
3.00 7 7.5 7.5 31.2
4.00 13 14.0 14.0 45.2
5.00 5 5.4 5.4 50.5
6.00 14 15.1 15.1 65.6
7.00 8 8.6 8.6 74.2
7.50 1 1.1 1.1 75.3
. 8.00 9 9.7 9.7 84.9
9.00 2 2.2 2.2 87.1
10.00 4 4.3 4.3 91.4
12.00 6 6.5 6.5 97.8
14.00 1 1.1 1.1 98.9
22.00 1 1.1 1.1 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of the L.E.E scale variable 
'hours spent with family on a week day'
401---------------------------------------------------------------------------
Std. Dev « 3.75 
Mean « 5.5 
N •  93.00
0.0 2.5 5.0 7.5 10.0 12.5 15.0 17.5 20.0 22.5
HWD
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HWE
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 3 3.2 3.2 3.2
1.00 2 2.2 2.2 5.4
3.00 1 1.1 1.1 6.5
4.00 5 5.4 5.4 11.8
5.00 1 1.1 1.1 12.9
6.00 4 4.3 4.3 17.2
8.00 5 5.4 5.4 22.6
10.00 8 8.6 8.6 31.2
11.00 1 1.1 1.1 32.3
12.00 18 19.4 19.4 51.6
14.00 4 4.3 4.3 55.9
15.00 1 1.1 1.1 57.0
16.00 2 2.2 2.2 59.1
18.00 1 1.1 1.1 60.2
20.00 8 8.6 8.6 68.8
22.00 1 1.1 1.1 69.9
24.00 11 11.8 11.8 81.7
25.00 1 1.1 1.1 82.8
28.00 2 2.2 2.2 84.9
30.00 5 5.4 5.4 90.3
32.00 5 5.4 5.4 95.7
36.00 1 1.1 1.1 96.8
48.00 3 3.2 3.2 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of the L.E.E sc a le  variable 
'hours per w eek en d  sp en t with family'
40 ---------------------------------------------------------------------------
Std. Dev-10 .69  
Mean - 16.5 
N > 93.00
0.0 10.0 20.0 30.0 40.0 50.0
5.0 15.0 25.0 35.0 45.0
H W E
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TOTWEEK
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 5 5.4 5.4 5.4
1.00 1 1.1 1.1 6.5
5.00 7 7.5 7.5 14.0
10.00 9 9.7 9.7 23.7
15.00 7 7.5 7.5 31.2
20.00 13 14.0 14.0 45.2
25.00 5 5.4 5.4 50.5
30.00 14 15.1 15.1 65.6
35.00 8 8.6 8.6 74.2
37.50 1 1.1 1.1 75.3
40.00 9 9.7 9.7 84.9
45.00 2 2.2 2.2 87.1
50.00 4 4.3 4.3 91.4
60.00 6 6.5 6.5 97.8
70.00 1 1.1 1.1 98.9
110.00 1 1.1 1.1 100.0
Total 93 100.0 100.0
Total 93 100.0
Histogram of the L.E.E scale variable 
'total no. of hours spent per week with family'
30 ---------------------------------------------------------------------------
0.0 20.0 40.0 60.0 80.0 100.0
10.0 30.0 50.0 70.0 90.0 110.0
TOTWEEK
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COMPHOUR
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 1.00 2 2.2 2.2 2.2
5.00 1 1.1 1.1 3.2
6.00 2 2.2 2.2 5.4
9.00 2 2.2 2.2 7.5
10.00 2 2.2 2.2 9.7
12.00 1 1.1 1.1 10.8
14.00 2 2.2 2.2 12.9
15.00 1 1.1 1.1 14.0
18.00 3 3.2 3.2 17.2
19.00 2 2.2 2.2 19.4
20.00 1 1.1 1.1 20.4
21.00 1 1.1 1.1 21.5
22.00 2 2.2 2.2 23.7
24.00 1 1.1 1.1 24.7
26.00 1 1.1 1.1 25.8
27.00 1 1.1 1.1 26.9
28.00 2 2.2 2.2 29.0
29.00 1 1.1 1.1 30.1
30.00 3 3.2 3.2 33.3
31.00 1 1.1 1.1 34.4
32.00 3 3.2 3.2 37.6
34.00 1 1.1 1.1 38.7
35.00 2 2.2 2.2 40.9
36.00 1 1.1 1.1 41.9
38.00 1 1.1 1.1 43.0
40.00 3 3.2 3.2 46.2
42.00 4 4.3 4.3 50.5
44.00 1 1.1 1.1 51.6
45.00 3 3.2 3,2 54.8
46.00 1 1.1 1.1 55.9
47.00 2 2.2 2.2 58.1
49.00 1 1.1 1.1 59.1
50.00 2 2.2 2.2 61.3
52.00 4 4.3 4.3 65.6
54.00 4 4.3 4.3 69.9
55.00 1 1.1 1.1 71.0
56.00 1 1.1 1.1 72.0
57.50 1 1.1 1.1 73.1
58.00 2 2.2 2.2 75.3
59.00 1 1.1 1.1 76.3
60.00 1 1.1 1.1 77.4
62.00 2 2.2 2.2 79.6
65.00 3 3.2 3.2 82.8
68.00 1 1.1 1.1 83.9
70.00 1 1.1 1.1 84.9
72.00 5 5.4 5.4 90.3
74.00 1 1.1 1.1 91.4
78.00 1 1.1 1.1 92.5
81.00 1 1.1 1.1 93.5
84.00 2 2.2 2.2 95.7
93.00 1 1.1 1.1 96.8
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eq
ue
nc
y
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
Histogram of the L.E.E scale variable 
'family report of no. of hours per week'
0.0 20.0 40.0 60.0 80.0 100.0 120.0
10.0 30.0 50.0 70.0 90.0 110.0 130.0
COMPHOUR
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FEELEVEL
Valid Cumulative
Frequency Percent Percent Percent
Valid 1.00 19 20.4 54.3 54.3
2.00 16 17.2 45.7 100.0
Total 35 37.6 100.0
Missing System
Missing
Total
58
58
62.4
62.4
Total 93 100.0
Histogram of the composite score L.E.E
scale (family)
1.00 1.50 2.00
FEELEVEL
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ANXIETY
Valid Cumulative
Frequency Percent Percent Percent
Valid .13 1 1.1 1.7 1.7
1.00 4 4.3 6.9 8.6
2.00 4 4.3 6.9 15.5
3.00 4 4.3 6.9 22.4
4.00 6 6.5 10.3 32.8
5.00 3 3.2 5.2 37.9
6.00 3 3.2 5.2 43.1
7.00 3 3.2 5.2 48.3
8.00 4 4.3 6.9 55.2
9.00 3 3.2 5.2 60.3
10.00 5 5.4 8.6 69.0
11.00 1 1.1 1.7 70.7
12.00 2 2.2 3.4 74.1
13.00 4 4.3 6.9 81.0
14.00 5 5.4 8.6 89.7
15.00 2 2.2 3.4 93.1
16.00 2 2.2 3.4 96.6
17.00 1 1.1 1.7 98.3
20.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing
Total
35
35
37.6
37.6
Total 93 100.0
Histogram of the H.A.D's score
'anxiety'
Std. Dev -5 .0 2  
Mean > 8.1 
N -  58.00
0.0 2.5 5.0 7.5 10.0 12.5 15.0 17.5 20.0
ANXIETY
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DEPRESSI
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 8 8.6 13.8 13.8
1.00 5 5.4 8.6 22.4
2.00 1 1.1 1.7 24.1
3.00 6 6.5 10.3 34.5
4.00 9 9.7 15.5 50.0
5.00 5 5.4 8.6 58.6
6.00 5 5.4 8.6 67.2
7.00 6 6.5 10.3 77.6
8.00 3 3.2 5.2 82.8
9.00 1 1.1 1.7 84.5
10.00 2 2.2 3.4 87.9
11.00 3 3.2 5.2 93.1
12.00 1 1.1 1.7 94.8
15.00 1 1.1 1.7 96.6
16.00 1 1.1 1.7 98.3
18.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the H.A.D's scale
'depression'
DEPRESSI
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RDEP
Valid Cumulative
Frequency Percent Percent Percent
Valid HIGH 13 14.0 22.4 22.4
LOW 45 48.4 77.6 100.0
Total 58 62.4 100.0
Missing System
Missing
Total
35
35
37.6
37.6
Total 93 100.0
Histogram of the H.A.D's scale 
'depression' recoded into high and low
1.00 1.S0 2.00
RDEP
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RECANX
Valid Cumulative
Frequency Percent Percent Percent
Valid HIGH 30 32.3 51.7 51.7
LOW 28 30.1 48.3 100.0
Total 58 62.4 100.0
Missing System
Missing
Total
35
35
37.6
37.6
Total 93 100.0
Histogram of the H.A.D's sca le  
'Anxiety' recoded in to high and low groups
40 ---------------------------------------------------------------------------
1.00 1.50 2.00
RECANX
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NOWORDS
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid 5.00 1 1.1 1.7 1.7
6.00 1 1.1 1.7 3.4
7.00 1 1.1 1.7 5.2
8.00 3 3.2 5.2 10.3
9.00 3 3.2 5.2 15.5
10.00 2 2.2 3.4 19.0
11.00 1 1.1 1.7 20.7
12.00 4 4.3 6.9 27.6
13.00 2 2.2 3.4 31.0
14.00 4 4.3 6.9 37.9
15.00 4 4.3 6.9 44.8
16.00 2 2.2 3.4 48.3
18.00 2 2.2 3.4 51.7
19.00 3 3.2 5.2 56.9
20.00 1 1.1 1.7 58.6
21.00 2 2.2 3.4 62.1
22.00 3 3.2 5.2 67.2
23.00 2 2.2 3.4 70.7
24.00 3 3.2 5.2 75.9
25.00 2 2.2 3.4 79.3
26.00 1 1.1 1.7 81.0
27.00 3 3.2 5.2 86.2
28.00 3 3.2 5.2 91.4
29.00 3 3.2 5.2 96.6
33.00 1 1.1 1.7 98.3
41.00 1 1.1 1.7 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the McGill Pain Questionnaire 
'number of words chosen to describe pain'
5.0 10.0 15.0 20.0 25.0 30.0 35.0 40.0
NOWORDS
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PAINLEVE
Frequency Percent
Valid
Percent
Cumulative
Percent
Valid .00 1 1.1 1.7 1.7
1.00 4 4.3 6.9 8.6
2.00 8 8.6 13.8 22.4
3.00 13 14.0 22.4 44.8
4.00 16 17.2 27.6 72.4
5.00 7 7.5 12.1 84.5
6.00 9 9.7 15.5 100.0
Total 58 62.4 100.0
Missing System
Missing 35 37.6
Total 35 37.6
Total 93 100.0
Histogram of the pateints reported
pain level at time of questionnaire completion
20  ^   1 1
s  s m . ^  - i
g- J B B M M M M I I i l M  Mean -  3.7
£  n N ■ 58.00
0.0 1.0 2.0 3.0 4.0 5.0 6.0
PAINLEVE
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Appendix 4:
> Chi Squared Analyses (Non-parametric statistical procedure).
> Wilcoxon Signed Ranks Test.
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Chi2 : High I low anxiety groups & 
marital status comparison
Statistics
N Std.
Valid Missing Mean Median Deviation
MARITAL 93 0 2.1290 2.0000 .9694
RECANX 58 35 1.4828 1.0000 .5041
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
RECANX * 
MARITAL 58 62.4% 35 37.6% 93 100.0%
RECANX * MARITAL Crosstabulation
Count
MARITAL
1.00 2.00 3.00 4.00 5.00 Total
RECANX HIGH 6 19 2 1 2 30
LOW 5 17 3 2 1 28
Total 11 36 5 3 3 58
Chi-Square Tests
Value df
Asymp.
Sig.
(2-sided)
Pearson
Chi-Square 1.001a 4 .910
Likelihood Ratio 1.014 4 .908
Linear-by-Linear
Association .032 1 .859
N of Valid Cases 58
a. 6 cells (60.0%) have expected count less than 
5. The minimum expected count is 1.45.
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Chi2 : High / low anxiety groups & gender comparison.
Statistics
N Std.
Valid Missinq Mean Median Deviation
GENDER 93 0 1.5484 2.0000 .5004
RECANX 58 35 1.4828 1.0000 .5041
Case Processing Summary
Cases
Valid Missinq Total
N Percent N Percent N Percent
GENDER 
* RECANX 58 62.4% 35 37.6% 93 100.0%
GENDER * RECANX Crosstabulation
Count
RECANX
TotalHIGH LOW
GENDER MALE 10 9 19
FEMALE 20 19 39
Total 30 28 58
Chi-Square Tests
Asymp. Exact Exact
Sig. Sig. Sig.
Value df (2-sided) (2-sided) (1-sided)
Pearson „ b 1 .923Chi-Square .009
Continuity
Correction .000 1 1.000
Likelihood Ratio .009 1 .923
Fisher's Exact
1.000 .573Test
Linear-by-Linear
.009 1 .924Association
N of Valid Cases 58
a. Computed only for a 2x2 table
b. 0 cells (.0%) have expected count less than 5. The minimum expected 
count is 9.17.
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Chi2 : High I low anxiety groups & 
influential person comparison.
Statistics
N Std.
Valid Missinq Mean Median Deviation
IFPERSON 93 0 4.8387 5.0000 1.4164
RECANX 58 35 1.4828 1.0000 .5041
Case Processing Summary
Cases
Valid Missinq Total
N Percent N Percent N Percent
IFPERSON 
* RECANX 58 62.4% 35 37.6% 93 100.0%
IFPERSON * RECANX Crosstabulation
Count
RECANX
TotalHIGH LOW
IFPERSON 1.00 2 2 4
2.00 2 2
3.00 1 1
4.00 1 1 2
5.00 18 18 36
6.00 6 1 7
7.00 2 4 6
Total 30 28 58
Chi-Square Tests
Value df
Asymp.
Sig.
(2-sided)
Pearson
Chi-Square 7.178® 6 .305
Likelihood Ratio 8.732 6 .189
Linear-by-Linear
Association .229 1 .632
N of Valid Cases 58
3- 12 cells (85.7%) have expected count less than
5. The minimum expected count is .48.
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Chi2 : High / low depression groups & gender 
comparison.
Statistics
N Std.
Valid Missinq Mean Median Deviation
GENDER 93 0 1.5484 2.0000 .5004
RDEP 58 35 1.7759 2.0000 .4207
Statistics
N Std.
Valid Missing Mean Median Deviation
GENDER 93 0 1.5484 2.0000 .5004
RDEP 58 35 1.7759 2.0000 .4207
Case Processing Summary
Cases
Valid Missinq Total
N Percent N Percent N Percent
GENDER 
* RDEP 58 62.4% 35 37.6% 93 100.0%
GENDER * RDEP Crosstabulation
Count
RDEP
TotalHIGH LOW
GENDER MALE 3 16 19
FEMALE 10 29 39
Total 13 45 58
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Chi-Square Tests
Value df
Asymp.
Sig.
(2-sided)
Exact
Sig.
(2-sided)
Exact
Sig.
(1-sided)
Pearson
.713b 1 .398Chi-Square
Continuity
Correction .259 1 .611
Likelihood Ratio .746 1 .388
Fisher's Exact 
Test .513 .312
Linear-by-Linear
Association .701 1 .403
N of Valid Cases 58
a. Computed only for a 2x2 table
b. 1 cells (25.0%) have expected count less than 5. The minimum expected 
count is 4.26.
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Chi2 : High I low depression groups & marital 
status comparison.
Statistics
N Std.
Valid Missinq Mean Median Deviation
MARITAL 93 0 2.1290 2.0000 .9694
RDEP 58 35 1.7759 2.0000 .4207
Case Processing Summary
Cases
Valid Missinq Total
N Percent N Percent N Percent
MARITAL * 
RDEP 58 62.4% 35 37.6% 93 100.0%
MARITAL * RDEP Crosstabulation
Count
RDEP
TotalHIGH LOW
MARITAL 1.00 3 8 11
2.00 7 29 36
3.00 1 4 5
4.00 3 3
5.00 2 1 3
Total 13 45 58
Chi-Square Tests
Value df
Asymp.
Sig.
(2-sided)
Pearson
Chi-Square 4.594a 4 .332
Likelihood Ratio 4.542 4 .338
Linear-by-Linear
Association .414 1 .520
N of Valid Cases 58
a. 7 cells (70.0%) have expected count less than
5. The minimum expected count is .67.
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Chi2 : High / low depression & reported most 
influential person.
Statistics
N Std.
Valid Missinq Mean Median Deviation
IFPERSON 93 0 4.8387 5.0000 1.4164
RDEP 58 35 1.7759 2.0000 .4207
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
IFPERSON 
* RDEP 58 62.4% 35 37.6% 93 100.0%
IFPERSON * RDEP Crosstabulation
Count
RDEP
TotalHIGH LOW
IFPERSON 1.00 1 3 4
2.00 2 2
3.00 1 1
4.00 2 2
5.00 8 28 36
6.00 3 4 7
7.00 1 5 6
Total 13 45 58
Chi-Square Tests
Value df
Asymp.
Sig.
(2-sided)
Pearson
Chi-Square 3.257a 6 .776
Likelihood Ratio 4.118 6 .661
Linear-by-Linear
Association .316 1 .574
N of Valid Cases 58
a. 11 cells (78.6%) have expected count less than
5. The minimum expected count is .22.
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Mann-Whitney Test: Comparison of high & low anxiety on
H.A.D.S scores
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
ANXIETY 58 8.0540 5.0171 .13 20.00
RECANX 58 1.4828 .5041 1.00 2.00
Mann-Whitney Test
Ranks
RECANX N
Mean
Rank
Sum of 
Ranks
ANXIETY HIGH 30 43.50 1305.00
LOW 28 14.50 406.00
Total 58
Test Statistics?
ANXIETY
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
.000
406.000
-6.550
.000
a- Grouping Variable: 
RECANX
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Mann-Whitney Test: Comparison of high & low anxiety on age. 
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
AGE 93 45.5376 14.6885 16.00 80.00
RECANX 58 1.4828 .5041 1.00 2.00
Mann-Whitney Test
Ranks
RECANX N
Mean
Rank
Sum of 
Ranks
AGE HIGH 30 29.55 886.50
LOW 28 29.45 824.50
Total 58
Test Statistics?
AGE
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
418.500
824.500 
-.023
.981
a- Grouping Variable: 
RECANX
385
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
Mann-Whitney Test: Comparison of high & low anxiety on 
number of years in pain.
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
YEARSINP 58 6.7155 9.2558 .30 54.00
RECANX 58 1.4828 .5041 1.00 2.00
Mann-Whitney Test
Ranks
RECANX N
Mean
Rank
Sum of 
Ranks
YEARSINP HIGH 30 30.37 911.00
LOW 28 28.57 800.00
Total 58
Test Statistics?
YEARSINP
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
394.000
800.000 
-.410
.682
a- Grouping Variable: 
RECANX
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Mann-Whitney Test: Comparison of high & low depression on
H.A.D.S scores.
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
DEPRESSI 58 5.2586 4.1615 .00 18.00
RDEP 58 1.7759 .4207 1.00 2.00
Mann-Whitney Test
Ranks
RDEP N
Mean
Rank
Sum of 
Ranks
DEPRESSI HIGH 13 52.00 676.00
LOW 45 23.00 1035.00
Total 58
Test Statistics1
DEPRESSI
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
.000
1035.000
-5.483
.000
a- Grouping Variable: 
RDEP
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Mann-Whitney Test: Comparison of high & low depression on
age.
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
AGE 93 45.5376 14.6885 16.00 80.00
RDEP 58 1.7759 .4207 1.00 2.00
Mann-Whitney Test
Ranks
RDEP N
Mean
Rank
Sum of 
Ranks
AGE HIGH 13 32.19 418.50
LOW 45 28.72 1292.50
Total 58
Test Statistics?
AGE
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
257.500
1292.500
-.653
.514
a- Grouping Variable: 
RDEP
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Mann-Whitney Test: Comparison of high & low depression on
number of years in pain.
NPar Tests
Descriptive Statistics
N Mean
Std.
Deviation Minimum Maximum
YEARSINP 58 6.7155 9.2558 .30 54.00
RDEP 58 1.7759 .4207 1.00 2.00
Mann-Whitney Test
Ranks
RDEP N
Mean
Rank
Sum of 
Ranks
YEARSINP HIGH 13 30.88 401.50
LOW 45 29.10 1309.50
Total 58
Test Statistics?
YEARSINP
Mann-Whitney
U
Wilcoxon W  
Z
Asymp. Sig. 
(2-tailed)
274.500
1309.500
-.340
.734
a- Grouping Variable: 
RDEP
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Appendix 5: Ethics Committee Application & Approval.
MERTON, SUTTON & WANDSWORTH HEALTH 
AUTHORITY 
(ST GEORGE'S HEALTHCARE)
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LOCAL RESEARCH ETHICS COMMITTEE
APPLICATION FOR APPROVAL FOR PROPOSED MEDICAL RESEARCH  
INVOLVING HUMAN SUBJECTS.
Please read section 3 of the Guidelines to determine whether a full Ethics Committee 
application is required for your project. Please complete the form in typescript. The 
protocol alone is NOT sufficient. Make 18 copies of it plus any other attachments 
including Consent Forms and Questionnaires (subject to footnote on o. l)  (BUT, unless 
requested to the contrary, only 4 copies of the complete protocol need be submitted).
Send all correspondence to: Mrs Ann Mash, Ethics Committee Administrator,
Room 29, G rosvenor W ing, St George's Hospital, London SW 17 OQT. THIS  
PROJECT WILL BE GIVEN A REFERENCE NUMBER - PLEASE QUOTE THIS IN ALL 
CORRESPONDENCE.
Applications subm itted bv the 2nd W ednesday o f the month w ill be considered at 
the meeting on the 4th Wednesday.
N.B. Please read the GUIDELINES carefully; failure to complete this form satisfactorily could delay 
approval of your study. You may need to consult the Royal College of Physicians Document,
"Research Involving Patients" and "Guidelines on the Practice of Ethics Committees in Medical 
Research involving Human Subjects"; also the Dept of Health Document "Local Research Ethics 
Committees " (available in the Library).
1.TITLE OF PROJECT .
Family coping mechanisms, expressed emotion, and symptom reporting in individuals 
with chronic pain - implications for efficacy o f treatment.
Expected duration : 4  months Start date: 0 1 /0 4 /9 8
Completion date: 0 1 /0 8 /9 8
Please give up to THREE key words (e.g. name o f drug, operation or disease  
under study) which can be used to index the Project.
Expressed emotion, symptom reporting.
2. W ORKERS : Please list names, positions, qualifications and functions in the
proposed research of all who will be involved.
Name, address Position Role in project
Q
u
a
I
i
f
i
c
a
t
i
o
n
s
Daytime phone
Responsible S Childs Researcher BSc
Psychology
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Investigator 63 Garfield Rd Clin Psych Dr (in 3rd
yr)
(to whom Wimbledon.
correspondence SW19 8RZ
will be sent) 0 1 8 1 .5 4 2 .9 6 0 4 .
Consultant, Dr T.E HoIIway Medical Supervisor BA, MBBS,
Physician in Cons. Anaesthesiologist.
FFRCS, DRCOG.
overall charge Dr K. Fisher Clinical Supervisor PhD Clin.
Psychol.
if different Cons. Clinical
from above Psychologist.
Name, address Position Role in project
Q
u
a
I
i
f
i
c
a
t
i
o
n
s
Daytime phone
Other N o t applicable
Workers
(NB: permission from the responsible consultants) must be obtained for study of their patients: a St 
George’s consultant must be involved in any study where the main investigators) are not employed 
by St George’s Healthcare or Medical School).
3.QBJECTIVES : (e.g. hypothesis which it is intended to test).
Please include generic and trade names of any drugs to be tested.
PLEASE NOTE : ALL INFORMATION M UST BE PRESENTED IN LANGUAGE THAT  
IS COMPREHENSIBLE TO LAY AND NON-SPECIALIST
MEMBERS OF THE COM M ITTEE
Levels o f perceived familial expressed emotion will vary with an individual's emotional 
reaction to a chronic pain experience.
(Please see full protocol for experimental /  null hypotheses).
4 .SCIENTIFIC BACKGROUND : (If necessary attach another sheet of paper. Describe 
the project in the context of current scientific information. If this investigation has been 
done previously with human subjects, why repeat it? If it has not been done with humans 
before, has the problem been worked out as fully as possible in animals and have the 
possible toxic effects been assessed?
It  is known that the emotional response to chronic pain influences levels o f disability. If  
levels o f expressed emotion in the family influence this reaction, then this needs to be 
addressed in the clinical management o f the pain problem
5.DESIGN OF THE S T U D Y .
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Please describe briefly what will be done, how this is different from normal practice, what 
results you expect and how they will be analysed. Remember to attach four copies of the 
full protocol. If you intend to use a placebo, explain why. If the patient will thereby be 
deprived of an active treatment of known effectiveness, describe the justification for this. 
For questionnaire studies, state what steps are taken to ensure reliability and to minimise 
anxiety or embarrassment.
Volunteers will be recruited from the routine pain clinic. They will be given sets of 
questionnaires and a family member will also be asked to complete 2  questionnaires 
(the family member version o f the Multidimensional Pain Inventory and the family 
member version o f the Level o f Expressed Emotions Scale).
Expected results will show a relationship between high levels o f Expressed Emotion in 
the family member and high levels o f emotional distress in the patient, in turn leading 
to increased disability.
The statistical design will be correlational /  regressional (dependent on response rate).
AH measures (questionnaires) have demonstrated /  published reliability with chronic 
pain populations
* With the exception o f  the Level o f  Expressed Emotions Scale - which has demonstrated reliability /  
validity, but in psychiatric populations. This is a new measure for this population.
6.POTENTIAL BENEFITS AND HAZARDS :
Please outline the potential benefits, and also the risks, unwanted effects, and discomfort 
or pain, which may result from subjects participating in this study. Also state what 
arrangements have been made for medical cover. The Committee must be informed 
immediately of any unexpected adverse side effects. The patient sheet must include 
name(s) and phone number(s) of investigator(s) to be contacted in the event of 
unexpected reactions or incidents.
The benefits will be that the role o f the family in the maintenance o f pain related 
disability will be explored more comprehensively than hitherto. Treatment regimens 
can be improved to take account o f counterproductive family responses. There are no 
predicted hazards.
7.W HERE W ILL THE RESEARCH BE CARRIED OUT? (Nam e of 
Laboratory/Hospital/Other). Give name and address of responsible organisation if not St 
George's Healthcare or Medical School.
Wolfson Medical Rehabilitation Centre.
8 .RECRUITMENT OF SUBJECTS : How many will you need, and will they be patients, 
staff, students, or other volunteers? How will they be recruited?
Volunteers will be recruited from the Pain Clinic at The Wolfson Medical 
Rehabilitation Centre.
(a) Subjects: Chronic pain patients with high levels o f emotional distress and 1 family 
member. Number: 120
(b) Controls: Chronic pain patients with low levels o f emotional distress and 1 family 
m em ber.
(c) Criteria for inclusion or exclusion of the recruits:
Inclusion: Volunteers aged between 16 - 6 5  years of age.
393
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
Chronic pain sufferers referred to the pain clinic at the Wolfson 
Medical Rehabilitation Centre
Exclusion: Intellectual deficit
Psychiatric History
Insufficient familiarity with the English language.
Is the possibility of your subjects being pregnant relevant to your study? No
(d) If studying patients who are not your direct clinical responsibility,
has the permission of the consultant in charge been obtained? Yes 
will be informed.
9.STUDENTS : Will medical/nursing students be involved as volunteers? No
If so, an explanatory letter and copy of this form must be sent to the Principal or to the
Executive Principal of Nurse Education/ Maternity Services Manager, as appropriate.
Date sent N o t applicable_______________________ __
Please attach the letter of approval to this form or forward as soon as possible.
N.B. a) Volunteers must be over the age of 18 years.
b) Investigators must ascertain that participants are not involved in any other studies 
which would be either disadvantageous to their own health or the benefit of the study.
c) All medical students taking part in any study must register with the Cash Office, 
Hunter Wing, St. George's Hospital Medical School. An authorised registration slip will 
be provided by the Ethics Committee which should be photocopied and given to 
each student. This will state the Committee's recommendation on the safe time 
limit before a subject is involved as a volunteer in another study.
10.INFQRMED CONSENT : INADEQUATE OR INCOM PREHENSIBLE PATIENT
INFORMATION IS THE COM MONEST REASON FOR REJECTION OF PROJECTS  
BY THE ETHICS COM M ITTEE See Guidelines document. Appendix 7.
Will consent be: Both W RITTEN SC VERBAL
Will a patient information sheet be available? Yes - see protocol.
If consent is not thought to be required, state why, or explain any difficulty that might 
arise in obtaining consent.
N o t applicable
Attach copies o f information sheets and consent form s (one fo r each o f the 18 
copies o f the application form)
If using Company forms, detach them from the full protocol and ensure that they are 
attached to this application.
11 .IF THIS IS A DRUG STUDY at what stage is this at its evaluation? Is the drug being
supplied by a company with a clinical trial exemption certificate or in response to an
investigator with a clinical trial exemption. N o t applicable
Quote Clinical Trial Certificate (CTC) if relevant
or Clinical Trial Exemption (CTX) number if relevant_________________
12.IF THIS IS A COMPANY SPONSORED TRIAL, are the investigators free to publish 
their results (subject to a reasonable period of consultation with the company)? N o t  
applicable
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13.INSURANCE COVER
What arrangements have been made for insurance cover for subjects? N o t applicable 
Has the company (if relevant) agreed to abide by ABPI's undertaking for 
compensation? N o t applicable
14.PHARMACY : The Pharmacy must be informed of any proposed drug trial. Specify 
what arrangements have been made with Pharmacy regarding cost of drugs, willingness 
of Pharmacy to handle drugs and trial prescriptions, and the mechanism of supply of 
drugs to patients. See Appendix 6 in the Guidelines. Will the Codes be available in the 
Pharmacy? N o t applicable
15. Please confirm that you have sent a copy of the full protocol to the relevant Clinical 
Trial Pharmacist: please give N ot applicable
Name of Pharmacist involved: . .N /A .......................................................  Date sent:
16.SUBSTANCES TO BE ADMINISTERED : N o t applicable
THE COM MITTEE MUST BE INFORMED IMMEDIATELY OF ANY UNEXPECTED  
ADVERSE SlDE-EFFECTS(See Guidelines document Appendix 5)
Substance Route Amount Frequency Risks to subjects and Precautions Desired 
effects Side effects others
Drugs
None
Fluids and 
Diets
Radiation: if you propose to use ANY form of radiation (including ionising forms such as 
X-rays, gamma-rays or radio-pharmaceuticals, OR non-ionising such as ultrasound, MRI, 
MRS, UV, laser, infra-red, radiofrequency), this form must be signed by the Radiation 
Protection Adviser (RPA): Mr M.Fitzgerald, Dept, of Medical Physics, ext 51528. The 
RPA will submit an independent letter to the Committee detailing any risks to the 
subjects. N o t applicable
Signed: ___________________  Date:
Describe the type and quantity o f radiation to be used giving sufficient detail for an 
estimate of risk to be made (or use a separate sheet). N o t applicable
If as part of this research you have to direct medical exposures to ionising radiation, 
either clinically or physically, you must have had training in radiation protection of 
patients. A certificate is sufficient proof and a copy must be attached to this form. 
Advice may be sought from the RPA. Certificate attached: N o t applicable
If radio-pharmaceuticals are to be administered then a DH(ARSAC) licence is required. 
The work should be undertaken under the aegis of an existing licence holder if at all 
possible. The RPA will advise.
Name of licence holder: N o t applicable 
Date of licence if applicable: N o t applicable
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17.W HAT PROCEDURES WILL BE CARRIED OUT ON PARTICIPATING SUBJECTS?
Describe BRIEFLY what will be required of the subject AND indicate anything additional 
to normal clinical management; and indicate the risks involved to subjects and others 
and precautions to minimise these.
Patients will be requested to complete a set o f questionnaires, following explanation 
and obtained consent. There are no risks (except boredom !)
(a) Are any treatments or procedures being withheld which would otherwise be 
given? N o  treatments are proposed.
(b) venous samples: how, where, frequency, amount? N o t applicable
(Can multiple samples be collected through an indwelling cannula?) N o t applicable
(c) arterial samples: how, where, frequency, amount? N o t applicable
(d) X-rays, radiation, ultrasonics, MRI Scanning, etc.? N o t applicable
(e) biopsies, site, method, size, number? N o t applicable
(f) anaesthesia, local or general? N o t applicable
(g) other invasions such as cannulae, probes, catheters, endoscopies, lumbar punctures, 
electromyography? N o t applicable
(h) non-invasive tests such as EEG, ECG, Nerve Conduction Studies? N o t applicable
(i) psychological tests? N o t applicable
(j) questionnaires? (see footnote1) See appendix A  
(k) hospital admissions or outpatient visits: N o t applicable 
other: N o t applicable
18.QTHER RESOURCES : Will this project make use of NHS resources?
(e.g. beds, x-rays, scans, ECGs, blood tests, etc.) No
If so, which Departments? N o t applicable
Have they been consulted? N o t applicable
How much will they cost? N o t applicable
Has the use of hospital resources been negotiated for inclusion within the Research 
Grant?
N o t applicable
Any project involving clinical services needs to be approved by the appropriate SDU  
leader.
N o t applicable
Signature of SDU Leader... N o t applicable....................................
Print N a m e ............................. N o t applicable.........................
I have seen and am happy for this project to take place within my SDU.
19.HAVE YOU HAD STATISTICAL ADVICE (and if so. from whom ?)
1 18 copies should be submitted UNLESS (a) the questionnaire is in general use (b) it has been validated or 
standardised for the use of the population in question. In this ca se  only one copy need be 
submitted. A list of questionnaires considered to be in general use is kept in the Ethics 
Committee office. If a new questionnaire is being developed as part of the project the 
Committee may wish to s e e  it before it is used.
□2 If in doubt contact the District Data Protection co­
ordinator, Harewood House, 61, Glenburnie Road, SW17, if 
you work for the N.H.S. or Director of Computing 
Services, St. George's Hospital Medical School, if you 
are employed by the University.
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(a)ln preparing the protocol: Statistics lectures in Psychology department University of 
Surrey.
(b)ln preparing the record sheet N o t applicable
(c)ln deciding the power of the study & number of subjects needed :
Minimum numbers discussed [1 2 0 ] .
20.GENERAL PRACTITIONERS :
The G.P. should be informed: please indicate - Yes
(a) At what stage the G.P. will be informed: Yes, following completion o f questionnaires.
(b) Whether the GP is expected to take any action N o t applicable
(c) Whether you intend to send the G.P. a copy of the Patient Information Sheet. Yes
(d) If you do not intend to inform the G.P., why not? N o t applicable
21.C O N FID EN TIA LITY:
(a) What steps will be taken to safeguard the confidentiality of 
patients' records?
Names and dates will be stored separately
(b) Is the data going to be recorded automatically? If so it will be necessary to comply 
with the requirements of the Data Protection Act2?
N o t applicable
(c) If a Company sponsored trial, will the Company require access to the patients' notes 
(see Guidelines, item 7)?
N o t applicable
22.P A Y M E N T:
(a)Will patients/subjects be paid for taking part in the study? No
(b) If so, how much? N o t applicable
Will this cover the extra travelling expenses the investigation necessitates?
No extra travelling will be incurred by the volunteers.
23. WILL THE INVESTIGATORS RECEIVE GRANTS OR PAYMENTS FOR THE  
W ORK
UNDERTAKEN? N o t applicable 
If YES please state :
(a)Who is funding the investigation? N o t applicable
(b)How much money will be provided? N o t applicable
(c)How will the money be spent? Please list major items of expenditure,
(equipment, staff, investigations, etc.) N o t applicable
24.WHAT PROBLEMS MAY HINDER A SUCCESSFUL COM PLETIO N OF THE  
STUDY?
(This may include ethical problems which may arise during the course of the study).
Insufficient numbers o f subjects
NOTES:
1 .Modifications to the Protocol
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Major modifications in the course of the study should be re-submitted to the Committee 
for approval; minor changes should be reported to the Chairman. Please inform the 
Committee if the study is not funded or if it terminated prematurely: in the latter case, 
please explain why.
2 .Follow-up
The Local Research Ethics Committee will conduct a follow-up on certain selected 
protocols within six months of the commencement.
3.Adverse events of a serious or potentially serious nature should be notified to the 
Committee administrator during working hours or a member of the Ethics Committee 
within 24 hours. Phone numbers of all hospital Committee members are kept by the 
switchboard operator and the holder of bleep 614 at St. George's Hospital.
Date of Submission : 
Signature of Investigator: 
Print Name: Susan Childs [Ms]. 
Signature of Consultant, 
Physician in Overall Charge: 
Print Name: Dr T Holway:
wp\ethics\applform.292
398
Year 3 Research chapter: Large Scale Project -  Expressed Emotion, Pain & Family Responses
Appendix: 1
• Questionnaires:
1. The level o f expressed emotion scale (both client and relative version)
2 . The McGill Pain Questionnaire *
3 . The Hospital Anxiety and Depression Scale *
4 . The Multidimensional Pain Inventory *
*  published tests used routine with people in chronic pain in clinical practice in 
the UK
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st George’s
Healthcare!
28 May 1998
Our Ref: IAS/jlr/98.24.13
St. George’s Healthcare NHS Trust 
St. George’s Hospital 
Blackshaw Road, London SW17 OQT. 
Telephone: 0181-672 1255 
Fax: 0181-672 5304
S Childs 
63 Garfield Road 
Wimbledon 
London SW19 8RZ
Dear. Childs,
Re: Family coping mechanisms, expressed emotion and symptom reporting in 
individuals with chronic pain - implications for efficacy of treatment - 98.24.13
The Local Research Ethics Committee of 27 May, 1998 ratified Chair's action in giving 
ethical approval for the above study to proceed.
Yours sincerely
Canon Ian Ainsworth-Smith 
Acting-Chair
Local Research Ethics Committee
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